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Abstract
This dissertation used a convergent mixed-methods survey study to examine the key
components in building resilience in families with a child with autism spectrum disorder (ASD). This
study involved survey responses from 333 families via online media. Using an instrument designed by
the author (Family Resilience Scale – Families with Autism Measurement (FRS-FAM), this work clarified
how protective factors and positive psychology work conversely to the challenges and build resilience
within individual family members and the whole family to celebrate the unique gifts and qualities of
each family member. The quantitative results of this study established four statistically significant
protective factors that identify resilience in the families under study: positive perspective, growth,
family relationships, and meaning making. The qualitative results highlight the determination of
meaning making in these families and identified additional protective and risk factors influencing the
daily lives of families of children with ASD. These include the child’s accomplishments and agency
development, the development of understanding and appreciation of difference, family cohesion and
strength, as well as the stress and hardship endured by the family. Quantitative and qualitative
responses were integrated through the development of a Resilience Score (RS) that identified broad
categories to compare demographic commonalities as well as provide measured context to narrative
responses. Results showed that strong family relationships, positive outlook, and growth aided in
countering stress and building of resilience.
Keywords: autism, resilience, families, coping, adaptation, protective factors, positive
psychology

v

Table of Contents
LIST OF TABLES ............................................................................................................................... viii
LIST OF FIGURES................................................................................................................................ ix
LIST OF ABBREVIATIONS ..................................................................................................................... x
ACKNOWLEDGEMENTS ..................................................................................................................... xi
Chapter I. Introduction .......................................................................................................................1
INTRODUCTION TO THE TOPIC & PROBLEM STATEMENT ....................................................................................... 1
SIGNIFICANCE OF THE RESEARCH ...................................................................................................................... 3
PURPOSE STATEMENT .................................................................................................................................... 5
Research Questions ............................................................................................................................... 5
POSITIONALITY STATEMENT ............................................................................................................................. 5
Chapter II. Literature Review ..............................................................................................................8
THE LITERATURE REVIEW PROCESS ................................................................................................................... 8
THEORETICAL FRAMEWORK ............................................................................................................................. 9
WHAT IS AUTISM SPECTRUM DISORDER? ........................................................................................................ 11
History and Prevalence ....................................................................................................................... 13
FAMILY IMPACT ........................................................................................................................................... 14
Challenges to Early Diagnosis ............................................................................................................. 15
Race and Culture ................................................................................................................................. 16
Delayed Diagnosis ............................................................................................................................... 17
Medical Community Awareness .......................................................................................................... 18
Emotional Impact of Diagnosis ........................................................................................................... 19
Five Stages of Grief. .......................................................................................................................................................... 19

Persistent Stress .................................................................................................................................. 22
Difference of Impact Due to Gender of Caregiver ............................................................................... 26
Mothers. ........................................................................................................................................................................... 26
Fathers. ............................................................................................................................................................................ 28
IMPACT ON FAMILY ECOSYSTEM..................................................................................................................... 29

Marital Relationship & Support .......................................................................................................... 29
COMMUNITY & SOCIETAL KNOWLEDGE........................................................................................................... 31
RESILIENCE ................................................................................................................................................. 34
Individual Resilience ............................................................................................................................ 34
Family Resilience ................................................................................................................................. 38
Models of Family Resilience ................................................................................................................ 40
Family Resilience in ASD ...................................................................................................................... 45
Positive Individual and Family Coping................................................................................................. 46
Positive Perspective. ........................................................................................................................................................ 46
Growth. ............................................................................................................................................................................ 47
Family Relationships. ........................................................................................................................................................ 48
Meaning Making............................................................................................................................................................... 49
Additional Protective Factors. .......................................................................................................................................... 51
CONCLUSION .............................................................................................................................................. 53

Chapter III. Methodology ................................................................................................................. 54
OVERVIEW ................................................................................................................................................. 54
GOALS AND RESEARCH QUESTIONS ................................................................................................................ 54
Research Questions ............................................................................................................................. 55
HYPOTHESES ............................................................................................................................................... 56

vi
MIXED-METHODS RESEARCH ........................................................................................................................ 57
SURVEY RESEARCH METHODS ........................................................................................................................ 59
STRENGTHS OF SURVEY RESEARCH ................................................................................................................. 60
DEVELOPMENT OF INSTRUMENT USED ............................................................................................................ 60
POPULATION............................................................................................................................................... 61
PARENTS OF CHILDREN WITH ASD COMMUNITY OF FACEBOOK ........................................................................... 62
SAMPLE FRAME AND SAMPLING ..................................................................................................................... 63
Convenience Sampling ........................................................................................................................ 63
PARTICIPANTS ............................................................................................................................................. 64
Exclusion.............................................................................................................................................. 65
Participant Demographics................................................................................................................... 65
Parent Gender. ................................................................................................................................................................. 67
Parent Age. ....................................................................................................................................................................... 67
Relationship. ..................................................................................................................................................................... 67
Marital Status. .................................................................................................................................................................. 67
Location of the Participants. ............................................................................................................................................ 68
Education. ........................................................................................................................................................................ 68
Race. ................................................................................................................................................................................. 68
Faith. ................................................................................................................................................................................ 69

Child Demographics ............................................................................................................................ 69
Child Gender..................................................................................................................................................................... 70
Child Age. ......................................................................................................................................................................... 70
Severity............................................................................................................................................................................. 71
Age at Diagnosis. .............................................................................................................................................................. 71
Comorbidity...................................................................................................................................................................... 71
PROCEDURES .............................................................................................................................................. 72

Recruitment......................................................................................................................................... 73
Facebook Groups. ............................................................................................................................................................. 73
Professional Service Providers and Organizations............................................................................................................ 73
MEASURES ................................................................................................................................................. 74
DATA COLLECTION ....................................................................................................................................... 74
ATTRITION .................................................................................................................................................. 75
DATA ANALYSIS ........................................................................................................................................... 75

Chapter IV. Findings ......................................................................................................................... 77
OVERVIEW ................................................................................................................................................. 77
RESEARCH QUESTIONS ................................................................................................................................. 77
STUDY RECRUITMENT SUMMARY ................................................................................................................... 78
QUANTITATIVE RESULTS ............................................................................................................................... 78
Results of Exploratory Factor Analysis ................................................................................................ 80
Factor Retention. .............................................................................................................................................................. 80

MULTIPLE REGRESSION................................................................................................................................. 86
HIGHEST AND LOWEST MEANS ...................................................................................................................... 89
RESILIENCE SCORE ....................................................................................................................................... 90
RESULTS OF QUALITATIVE ANALYSIS................................................................................................................ 92
Positive Perspective............................................................................................................................. 93
Favorite Memories. .......................................................................................................................................................... 93
Performance and Ability. .................................................................................................................................................. 94
Knowledge. ....................................................................................................................................................................... 95
Understanding. ................................................................................................................................................................. 96
Appreciation. .................................................................................................................................................................... 96

Growth ................................................................................................................................................ 97

vii
Agency and Advocacy. ...................................................................................................................................................... 98
Persistence, Perseverance, and Courage. ........................................................................................................................ 99

Family Relationships ......................................................................................................................... 100
Marital Relationships. .................................................................................................................................................... 100
Family Together.............................................................................................................................................................. 101
Sibling Impact. ................................................................................................................................................................ 102

Making Meaning ............................................................................................................................... 102
Humor. ........................................................................................................................................................................... 102
Celebration of the Child. ................................................................................................................................................ 103

Stress Impact ..................................................................................................................................... 104
INTEGRATING QUANTITATIVE AND QUANTITATIVE DATA .................................................................................. 106
SUMMARY OF RESULTS ............................................................................................................................... 110
Chapter V. Discussion ..................................................................................................................... 112
OVERVIEW ............................................................................................................................................... 112
SUMMARY OF FINDINGS ............................................................................................................................. 112
PROTECTIVE FACTORS ................................................................................................................................ 113
DEMOGRAPHIC INFLUENCERS ...................................................................................................................... 120
Severity of ASD .................................................................................................................................. 120
Educational Level .............................................................................................................................. 121
Marital Status ................................................................................................................................... 121
Age at the Time of Diagnosis ............................................................................................................ 122
NOTE ABOUT LANGUAGE ............................................................................................................................ 122
IMPLICATIONS ........................................................................................................................................... 123
LIMITATIONS ............................................................................................................................................. 124
DIRECTIONS FOR FUTURE RESEARCH ............................................................................................................. 126
CONCLUSION ............................................................................................................................................ 127
References..................................................................................................................................... 129
Appendix A – Research Framework ................................................................................................ 151
Appendix B – Quantitative Measurement ....................................................................................... 152
Appendix D – Qualitative Measurement ......................................................................................... 153
Appendix E – Demographic Questions ............................................................................................ 154
Appendix F – Information Sheet for Participation in Research Study ................................................ 155
Appendix G – Debrief Document .................................................................................................... 157

viii

LIST OF TABLES
Table 3.1

Description of Variables, Scaling, and Statistics by Hypothesis………………………………….. 57

Table 3.2

Demographic Details of Parents/Families……………………………….………………..………………. 66

Table 3.3

Demographic Details of Children……………………………….……………………………………………... 70

Table 4.1

Pearson Correlation for Variables in Hypothesis Categories………………………………………. 79

Table 4.2

KMO and Bartlett’s Test……………………………….……………………………….………………………….. 80

Table 4.3

Cronbach’s ɑ Coefficient for the Subscales……………………………….……………………………….. 81

Table 4.4

Chi-Square Goodness of Fit……………………………….………………………………………………………. 82

Table 4.5

Factor Distribution of Questions……………………………….………………………………………………. 82

Table 4.6

Descriptive Statistics and Regression of Factors………………………………………………………… 86

Table 4.7

Regression Coefficients and Standard Errors for Factor 1, Positive Perspective…………. 87

Table 4.8

Regression Coefficients and Standard Errors for Factor 2, Stress Impact…………………… 87

Table 4.9

Regression Coefficients and Standard Errors for Factor 3, Growth…………………………….. 88

Table 4.10 Regression Coefficients and Standard Errors for Factor 4, Family Relationships………… 89
Table 4.11 Regression Coefficients and Standard Errors for Factor 5, Meaning Making……………… 89
Table 4.12 Highest Means of Demographic Variables……………………………….……………………………….. 90
Table 4.13 Lowest Means of Demographic Variables……………………………….………………………………… 90
Table 4.14 Resilience Score Levels……………………………….……………………………………………………………… 91
Table 4.15 Categories and Themes from Qualitative Responses…………………………………………………. 92
Table 4.16 Resilience Scale Categories and Demographic Summaries………………………………………… 107

ix

LIST OF FIGURES
Figure 2.1 Modified Bronfenbrenner (1979) Model for ASD Families Used for Literature Review… 10
Figure 2.2 Hill’s Original ABCX Framework (Hill, 1949, p.14) ……………………………….……………………… 41
Figure 2.3 Double ABCX Model by McCubbin and Patterson (1983, p. 12) …………………………………. 42
Figure 2.4 The Family Adjustment and Adaptation Response (FAAR; Patterson, 2002, p. 351)……. 43
Figure 3.1 Illustration of Mixed-Methods Study with Concurrent Design and an Emphasis on
Quantitative Data……………………………….……………………………….………………………………. 58
Figure 4.1 Composite Sum of Scores for Factor 1, Positive Perspective……………………………………….. 83
Figure 4.2 Composite Sum of Scores for Factor 2, Stress Impact…………………………………………………. 84
Figure 4.3 Composite Sum of Scores for Factor 3, Growth…………………………………………………………… 84
Figure 4.4 Composite Sum of Scores for Factor 4, Family Relationships………………………………………. 85
Figure 4.5 Composite Sum of Scores for Factor 5, Meaning Making……………………………………………. 85
Figure 4.6 Histogram of Resilience Scores……………………………….………………………………………………….. 91
Figure 4.7 Composite Scores of Factors According to Resilience Scale Categories……………………….. 106

x

LIST OF ABBREVIATIONS
ADHD – attention-deficit/hyperactivity disorder
ASD – autism spectrum disorder
FRS-FAM – Family Resilience Scale – Families with Autism Measurement
ID – Intellectual Disability
IDEA – Individuals with Disabilities Education Act
IRB – Institutional Review Board
RS – Resilience Scale
SPD – Sensory Processing Disorder

xi

ACKNOWLEDGEMENTS
This dissertation and degree would not have been possible without my partner and best friend
Brad Bretz. Your love and support have guided me in every step along my journey and I recognize that it
was especially hard because of the time in our lives with our small children. All my love and thanks go to
him for always encouraging and supporting me.
I also want to thank my children, Jackson and Jonathan. Your lives were impacted by my
decision to start a doctoral program when you were 2.5 years and 6 months old, respectively. You have
been the inspiration for much of my program, including this research study, and you have informed my
practice in Early Childhood Education and gave it more meaning, substance, and context. I love you with
all my heart!
To my Mom and Dad and the rest of my family. You have stood by me from Day 1 (literally) and
have always been my supporters and advocates. You believed in me even when I might not have
believed in myself. Your own perseverance in education has been a motivation for me. Thank you for
your guidance, support and unconditional love.
I am truly indebted to Mojdeh Bayat for her unending guidance and encouragement. You
initially encouraged me to join this program and your passion for studying resilience and families with
children with autism were inspirational to me. You have been a mentor both personally and
professionally and I appreciate you for taking me under your wing. Thank you for your friendship, your
confidence in me, and your unwavering guidance and support.
To Thomas Noel and Jennifer Walberg, your support of me and my work throughout the
dissertation process has meant a lot to me. I truly appreciate your taking time away from your busy
schedule to walk me through the analysis process. Your thoughtful comments and critiques have made
me a better scholar and researcher.

xii
Thanks goes to Jordan Humphrey for your friendship and support. I appreciate your perspective
as I worked through the development of the survey instrument.
To all the faculty and staff in the College of Education and my colleagues in the doctoral
program, my thanks for your encouragement, knowledge, and inspiration.

1

Chapter I. Introduction
Introduction to the Topic & Problem Statement
Families are viewed and valued as a foundational element of society. They are essential in their
function for raising and nurturing children, providing support and love, enrichment and knowledge,
experience and stability, and ritual and tradition. Children have many needs, and parental support is
vital in providing unconditional love, nurturing care, devoted attention, and a healthy and safe
environment (Berk & Meyers, 2016; Copple et al., 2009). Having a child is a celebration of life, love and
the promise they hold for the future. Families delight in the nurturing support and affirmation from their
extended family, friends and community, and find reassurance in the shared experience of the
realizations of parenting.
But what happens when a child falls behind developmental milestones or begins to exhibit
behaviors that begin to draw concern? What happens when doctors offer a diagnosis, or worse, fail to
acknowledge a family’s concerns about the developmental difference that the parent has observed?
What impact does the new challenge present on interfamily relationships? What happens when a family
in need of knowledge, support, and reassurance fails to get it from loved ones or society in general?
How is a parent expected to cope and adapt to these new complications in the rearing of the child?
When a child receives a diagnosis of a developmental disability, such as autism spectrum
disorder (ASD), it can have an impact on all members of the family. Parents, other caregivers, and
siblings encounter many areas of adjustment and adaptation including: coping with and accepting the
diagnosis (Altiere & Von Kluge, 2009; Frye, 2016; Myers et al., 2009), the demands of care and therapy
(Myers et al., 2009; Russell & McCloskey, 2016), negotiation of health care needs (Lopez et al., 2019),
advocacy and challenges with school systems (Myers et al., 2009; Russell & McCloskey, 2016), increased
financial implications (Nealy et al., 2012), changes in relationships within the family and with other loved
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ones (Dababnah et al., 2018; Lovell & Wetherell, 2018), and navigating society’s viewpoint of the
disability (Broady et al., 2017; Harper et al., 2013; Neely-Barnes et al., 2011). The impact and the stress
endured at both an individual level and family level is significant (Harper, et al., 2013; Landon et al.,
2018; Myers et al., 2009; Nealy et al., 2013; Papadopoulos et al., 2019; Wayment & Brookshire, 2018;
Woodgate et al., 2008) and can be severe enough to result in clinical depression diagnosis (Bendixen et
al., 2011; Davis & Carter, 2008; Rivard et al., 2014).
Parents need to find a way to adapt to the new challenges they face. In addition to the regular
challenges of being a parent, families with children with ASD must also negotiate treatment and care,
advocacy for early intervention, schooling and individual education plans (IEPs), financial implications of
additional services, and medical needs and insurance coverage (Nealy et al., 2012). Families may also
need care for comorbid conditions, additional disability conditions such as attention-deficit/hyperactivity
disorder (ADHD), sensory processing disorder (SPD), anxiety, bipolar disorder, or depression, among
others (Mandell et al., 2007; Myers et al., 2009; Rivard et al., 2014). Families who have multiple children
may have a mix of neurotypical (common development with no disability) and children with ASD. This
can put a tremendous strain on the family as they struggle to keep up with the new and increasingly
complex demands. However, as difficult as these added challenges to parenting may be, there are
parents who emerge as well adapted and have a resilient outlook on their situation (Bayat, 2007; Ekas et
al., 2015; Myers et al., 2009; Patterson 1991; Walsh 2006).
Resilience, as defined by Luthar and Cicchetti (2000) is a “process wherein individuals display
positive adaption despite experiences of significant adversity or trauma” (p. 858). This positive
adaptation, called bonadaption, employs protective factors that help to promote resilience and counter
vulnerability and negative adjustment (called maladaption). These protective factors buffer against
stress and can aid in a path to positive mental health and wellness (Garmezy, 1991; Ong et al., 2009;
Rutter, 1987, 2013; Werner, 2005). A large body of resilience research has focused on personal qualities
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of individuals and how they adjust and rise above challenges (Bonanno et al., 2015; Garmezy, 1987;
Luthar et al., 2000; Masten, 2011; Masten, 2014; Masten & Obradovic, 2006; Rutter, 1987; Rutter, 1999;
Rutter, 2006; Rutter, 2013; Werner, 2005; Ungar et al, 2013).
Researchers have focused on coping and adaptation within families in response to crisis or
adversity. These researchers explore the development of adjustment that occurs, relational qualities,
and components of functioning and resource allocation within the family dynamic as they seek to better
understand their situation and make meaning from it (Hill, 1949; McCubbin & Patterson, 1983;
Patterson, 2003a; Walsh, 2003). Family resilience generally applies to all families, though a few studies
have focused on military families (Hill, 1949), families of the chronically ill (McCubbin et al., 1983), and
families with disabilities (Patterson, 2002a; Patterson, 2002b). This research will specifically focus on the
resilience of families with ASD, among which there are a limited number of dedicated studies.
In the emerging conversation about resilience in families with children with ASD, Bayat (2007) is
a leading researcher as her publication remains the most cited article presently. She explores
bonadaption, adapting well to the crisis, in ASD families and finds three central constructs promote
resilience: making meaning, affirming strength and positive viewpoint, and spirituality. Kapp and Brown
(2011) took those findings further and identified eight themes to illustrate the factors necessary for
changing perspective of circumstances to a strengths-based view. Other groups are looking at individual
protective factors that can promote family resilience. Ekas and colleagues (2009- 2018) at Texas
Christian University have published frequently in recent years measuring various protective factors, such
as optimism, wellbeing, stress, spirituality, hope, and positive outlook, of mothers or parents with
children with ASD (Ekas & Whitman, 2011; Ekas et al., 2009; Ekas et al., 2010; Ekas, Pruitt, & McKay,
2016; Timmons & Ekas, 2018; Timmons et al., 2017).
Significance of the Research
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There are relatively few studies that take the findings of the researchers of family resilience in
ASD, and compare it to the frameworks established by McCubbin (1979; 1980; 1983; 1988; 1997),
Patterson (1991, 2002a; 2002b), and Walsh (1996; 2003; 2006). These frameworks can be guideposts for
establishing empirically based structure and context to create new identifiers of resilience in families as
they specifically relate to the relational, organizational, advocacy, and purposeful needs of families of
children with ASD. Combining the work of Walsh (communication, organization, and relationship
building), the studies of Patterson (collaboration, cohesiveness, flexibility, balance), Bayat (meaning
making, affirming strength and positive viewpoint), and Ekas (relationship satisfaction and hope), this
research focused on understanding family adaptation through this comprehensive lens.
Additionally, the focus of this study was to examine how families not only find significance in
their perception of ASD in their lives, but also how they go beyond acknowledgement of the disability
but celebrate it and the uniqueness of the child. In conceptualizing it in a positive fashion, this study
sought to understand how a family honors the difference in a way that cherishes the characteristics of
the child and their unique contributions. It reclaims the joy and reestablishes the balance that the family
initially celebrated at the child’s birth.
The social ecological model of Uri Bronfenbrenner (1979) guided this research as a theoretical
framework. The model identifies the individual as the center of a series of concentric circles that
represent the immediate environment (family, community) to the broader society and the interactions
between each level. This study used a modification of the original model that altered the nucleus to the
family instead of an individual. This treats the family both as a single unit and also as an entity with
relationships within family roles and interconnections of the members. The existent literature explores
individual family roles both separate from and connected to the larger family. Utilizing the modified
theoretical framework provided a basis by which to examine the interconnections of family members as
well as the family relationships with the rest of society.
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Examining those connections, this study looked at four areas of adaptation and coping identified
in the literature as protective factors. These areas, family relationships, growth, positive perspective,
and meaning making are important to the understanding of the functioning and level of resilience of a
family post-diagnosis and how they make sense of the disability, the adjustment of the family, and their
relationship with society.
The study explored this through a mixed-methods research that combined both quantitative
and qualitative data. An online questionnaire was administered to participants to solicit their agreement
or disagreement with statements in each of the four areas and provided opportunity for their expression
of narrative to further describe their journey and current situation. The data was then analyzed and
coded to understand further if these four protective factors have associations and relevancy in resilience
development in families with children with ASD.
Purpose Statement
The purpose of this research was to understand the healthy adaptation, coping, and perceptions
that lead to resilience in families with a child with ASD that foster the celebration of the child.
Research Questions
This study was guided by two research questions:
1. What is the association between positive perspective, growth, family relationships, and meaning
making among families with children with ASD?
2. What meaning do families with children with ASD make of their lives and experiences in the
context of autism?
Positionality Statement
I am a parent of a child with autism. Conducting a study about family resilience within families
with autism, specifically targeting parents, I believe my own situation and experience provides me with
insight, empathy, and knowledge that other researchers may not have. I understand the daily struggles,
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the enormous stress, the social stigma, triggers and resulting meltdowns, aversions and sensory issues,
speech challenges, social engagement struggles, and the overwhelming overburdened feeling that many
parents face. I can empathize with the depression, the loneliness and lack of social support or comfort,
the intensity that it places on a marital relationship, and the unique stresses that siblings face.
I can also understand the tremendous joy and satisfaction for a micro victory or milestone that a
child accomplished something that is taken for granted in typical families. I have experienced these in
my own family. I have seen my son grow in enormous ways. I saw his refusal to hold a pencil grow into
writing his name to drawing elaborate pictures and long narratives, several times a day filling books and
books. I saw him yearn to have a friend and have social inabilities develop and find strength as he found
a best friend in his brother and everyday companion. I endured countless days and weeks of fighting him
just to get clothes on his body to go to school to an energetic boy so excited when the bus arrives that
he runs out to greet it. I have heard him endlessly scripting from movies and videos develop into to him
creating his own scripts, comics, and videos where he stars as the hero (and I am his lucky sidekick).
I understand the autism family experience from the inside. Every child with ASD is unique and
though there are commonality in characteristics, its presentation, and severity, the combination is
unique to each individual child. But I can make no claim to know every situation or every circumstance.
What I can offer is the understanding of the situation and perhaps the context upon which the family
operates and interacts with their larger ecological realm.
I do recognize that some dislike the way things are phrased within the presentation and conduct
of the study (i.e. “child with autism” vs. “autistic child”; indicating person-first language verses identifyfirst language respectively) as there are some strong opinions and preferences. I refrained from using
any symbols associated specifically with autism (i.e. a puzzle piece, the color blue, etc.) because these
have also been areas that some families and individuals with autism have expressed dislike of those
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representations and my intent is not to start controversy or unintentionally exclude individuals. My
choice to use child with autism is based on the concept that the individual is a child first.
I also recognize that being a woman, a woman with an Asian last name, or a visibly white
woman may have caused some individuals to pause in participation. I am ok with that and hope that my
presentation of the study conveyed the interest in understanding the family experience from all
backgrounds and experiences. My hope is that our commonality of experience bridged any social gap or
category that hindered them and that we could establish a rapport that produced an authentic
response.
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Chapter II. Literature Review

The Literature Review Process
Literature searches were conducted using a variety of databases including Proquest, ERIC,
Google Scholar, and DePaul WorldCat Discovery. Search terms included combinations of autism, family,
parent, stress, resilience, parent stress, family resilience, disability, autism spectrum disorder, autis*,
resilien*, and coping. Additional articles were compiled through mining references of existing literature
reviews and meta-analysis articles as well as references from other articles. Unpublished dissertations
were examined but not included and master’s theses were omitted.
For ASD diagnosis and culture, the seminal works included those of Mandel and Novak (2005),
Ennis-Cole et al. (2013), and Burkett et al. (2015). Relating to stress and challenges to the parents,
seminal works frequently cited in the literature including Altiere and Von Kluge (2009), Bayat, (2007),
Dabrowska and Pisula (2010), Davis and Carter (2008), Ekas et al. (2010), Gray (2002a), Kinnear et al.
(2016), Myers et al. (2009), Nealy et al. (2012), and Neely-Barnes et al. (2011). The pioneers of resilience
scholarship include Rutter (1987; 1999; 2005; 2006; 2012; 2013), Masten (2001; 2011; 2014), Garmezy
(1987; 1991); Luthar and Cicchetti (2000), Werner (1995; 2005), and Bonanno and Diminich (2013);
Bonanno et al. (2015). In the realm of family resilience, the notable researchers are McCubbin (1979),
Walsh (2003, 2006), and Patterson (1991; 2002a; 2002b). There are few researchers continuing studies
in the field of ASD family resilience. Among them are Bayat (2007), Ekas, Ghilain, Pruit, Celimli,
Gutierrez, and Alessandri (2016), Ekas and Whitman (2011), Ekas et al. (2009); Ekas et al. (2010); Ekas et
al. (2016); Ekas et al. (2015), Timmons and Ekas (2018), Timmons et al. (2016), Timmons et al. (2017).
ASD family research is a relatively new field, both within family resilience and within ASD research.
Looking at families emerged as individuals studying either families or ASD began to recognize the
deficiency of research in this combined area.
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The majority of the research referenced studies on traditional, married heterosexual couples
with children. Samples that indicate marital status show a dominance in research on married parents of
children with ASD. Though divorced, separated, single, widowed, or cohabitating parents are included in
the studies, they are not prevalent. Similarly, these studies did not focus on analysis of sibling stress or
resilience, inter-family relationships, nor stress as it relates to parenting multiple children with ASD.
Following the data gathered in the referenced literature, for the present review, focus is placed on
mothers and fathers only, mostly in a traditional, nuclear setting. However, family composition varies
and there are a myriad of related factors and configurations (single parents, divorced parents, fathers as
primary caregivers, same sex parenting, foster parenting, sibling impact and relationships, etc.). Though
important considerations and areas that need further study, these identify distinctions or characteristics
that this research does not focus on. Studies show commonality of experience in global location, socioeconomic status, race and ethnicity, and educational level (Tek & Landa, 2012; Tincani et al., 2009). ASD
severity is not always a demographic data point that is identified in existing research but is explored as a
variable in this study.
This chapter discusses the theoretical framework that guided the literature review and the
study. It also takes an in depth look at the conversation in the literature around autism and the impact
on each member of the family, individual resilience, and family resilience. Protective factors and their
importance, including previous studies on each area, are explored.
Theoretical Framework
The theoretical framework for this study follows a modification of the ecological model by
Bronfenbrenner (1979). The original model shows a series of concentric circles surrounding an individual
to show the influences of the environment and their interconnections. This review focused on the
impact of ASD on individual parents, within the marriage relationship, family functioning, the
community, and society. The modified model (see Figure 1) identifies each parent into their own system
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to illustrate how they are intertwined but separate. Each member of the family has a distinct area to
illustrate how the disability has separate, though connected, impact upon each member.
Figure 2.1
Modified Bronfenbrenner (1979) Model for ASD Families Used for Literature Review

The modification of Bronfenbrenner’s model places the family as the center of the ecological
model, as opposed to sole individual as the focal point. This shift accounts for the examination of their
interconnections and interrelationships within the family and identifies the family as the central unit,
upon which all other levels revolve. Here, the family is located as a nucleus, though still identified as
individual parts. It indicates that they are a connected unit and as such, have distinct interactions with
the community, society, and world around them. The examination of literature includes the experiences
of individual members of the family, but distinctly identifies their role in the family and not as an
individual separated from the family context. Therefore, it is necessary to modify the Bronfenbrenner
model to account for familial roles, their interrelationships, and their interactions with society.
Examining circumstances between and among the different levels of the ecological model can
identify the contributors to stress and the relationships to develop resilience. The purpose of this
research was to understand the healthy adaptation, coping, and perceptions that lead to resilience in
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families with a child with ASD that foster the celebration of the child. This theoretical framework helps
to understand the intertwined relationships each member has with relation to the family as a whole.
What is Autism Spectrum Disorder?
Autism spectrum disorder (ASD) is a neurodevelopmental disability characterized by restrictive
repetitive behaviors, social and communication impairments, and behaviors that interfere with
independent functioning (American Psychological Association, 2018a; Autism Speaks, 2018; Centers for
Disease Control and Prevention, 2018; Dyches, Wilder, Sudweeks, Obiakor, & Algozzine, 2004; Kreiser &
White, 2014). The spectrum indicates a broad range of symptom presentation and functionality (Russell
& McCloskey, 2016). Individuals with ASD do not have physical or biological indicators, making the
disability invisible in appearance and clouding public perception about identification, markers, and
nature of the disability (Gray, 1993; Woodgate et al., 2008). Because ASD is a neurological disorder,
peers without the disability are commonly referred to in the literature as neurotypical or typical.
ASD encompasses a wide spectrum of behaviors with similar core markers (Croen et al., 2002),
but there is no single reliable diagnostic characteristic, complicating the diagnosis process because it is
based on clinical evaluation and not genetic information (Russell & McCloskey, 2016; Thomas et al.,
2012). No two cases of ASD present the same combination of symptoms, making diagnosis
extraordinarily difficult. Some individuals may have no speech and others may be highly verbal (but
without communication abilities), others may have sensory issues or self-stimulating behaviors.
Additionally, the symptoms can have similar phenotypic markers that can be used to identify a variety of
etiologies and individuals may have multiple conditions that are mixed with ASD (called comorbidity)
that may exacerbate ASD core markers (Mandell et al., 2009; Overton et al., 2007; Kreiser & White,
2014; Russell et al., 2016; Thomas et al., 2012). Because there is so much difference in how the
symptoms present, it can be evaluated as much of an absence of behaviors a presence of others (Daley,
2004). The diagnosis of ASD must be ruled out before a judgment can be made if the child has attention-
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deficit/hyperactivity disorder (ADHD) or Obsessive Compulsive Disorder (OCD; Mandell et al., 2007). ASD
is a lifelong condition with no known cure.
American Psychiatric Association (2013) published the criteria for diagnosis as part of the
Diagnostic and Statistical Manual of Mental Disorders (DSM-5). With the publication of the 5th edition in
2013 (DSM-5), several previous categories of developmental differences were combined, such as
Asperger syndrome or pervasive developmental disorder-not otherwise specified (PPD-NOS) and are
now included under the umbrella of ASD (American Psychiatric Association, 2013). Healthcare
professionals use the DSM-5 as the standard to diagnose all mental health conditions, including ASD
(Autism Speaks, 2018). The DSM-5 classifies ASD based on three severity levels calibrated to indicate
levels of support needed for communication and functioning, behavior challenges, and issues in
redirecting focus; level 3 is the most severe form of ASD (American Psychiatric Association, 2013).
Families of individuals diagnosed with Autism spectrum disorder (ASD) face many difficulties.
There are hardships associated with the disorder itself, which are numerous, but also challenges to get
appropriate and timely screening and diagnosis. There are barriers due to cultural beliefs and
assumptions (Dyches et al., 2007; Palmer et al., 2010; Tincani et al., 2009). There are challenges due to
racial issues and bias, poverty, education, gender, language, and access to resources. Additionally,
families are confronted with the increased stress that ASD places on the family.
Parenting a child with ASD impacts mental health, family functioning, and limits social
interactions. Therefore, it is essential to identify and acknowledge the sources of stress and impact on
family quality of life. The impact on family functioning, interfamily relationships, and overall mental
health is significant, especially given that it is a lifelong condition (Altiere & Von Kluge, 2009; Burrell et
al., 2007; Davis & Carter, 2008; Frye, 2016; Whitman, 2011). Family relationships between and among
family members can have a beneficial or detrimental impact on an individual’s ability to cope and adapt
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and become resilient (Black & Lobo, 2008; Ekas et al., 2015; Masten, 2011b; Ong et al., 2009; Rutter,
1987; 1999; 2013).
History and Prevalence
Leo Kanner and Hans Asperger were the first to describe two groups of patients with shared
behavioral patterns in 1943 and used the term autism to refer to the disorder characterizing their
behaviors. These included “social remoteness, stereotypy, and echoalia” (Croen et al., 2002, p.207).
Following that, in 1967 Bruno Bettelheim introduced the term “refrigerator” mother to indicate that lack
of affection and emotion from the parent were the cause of autism (Dyches et al., 2004). Bernard
Rimland declared that the cause was not due to psychological reasons but had a biological etiology and
had a hereditary element (Dyches et al., 2004). The current theory is that ASD is a caused by a
combination of biological (genetic) (Thomas et al., 2012) and environmental factors, many of which are
still unknown.
The need for a clear understanding of etiological causes is critical given the increased prevalence
of ASD. The Center for Disease Control recently increased the rate of occurrence to 1 in 59 children and
it reflects up to 9% of children with an identified disability (CDC, 2018). Disabilities are physical or
cognitive impairments that impact functioning, communication, or learning (CDC, 2018). Prevalence has
increased over the last 12 years by 289.5% (CDC, 2018). Boys are four times more likely to have ASD,
with diagnosis 1 in 37 children (CDC, 2018). Females are commonly identified later (Begeer et al., 2009)
and the differential rate may be due to biogenetic factors, but Kreiser and White (2014) argue that
females may be underrepresented due to bias and sociocultural influences as manifest by less
stereotyped or repetitive behaviors and internalization of problems due to social reactions. It equally
impacts individuals of all racial, ethnic, and socioeconomic groups worldwide (CDC, 2018). A majority of
children with ASD also have challenges with sensory processing, interfering with social interactions,
participation, acceptance by their peers and within society. Children with ASD are likely to have an
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additional diagnosis of a learning disability or other developmental disability, called comorbidity, which
occurs at a rate of up to 83% of children with ASD (CDC, 2018). ADHD is the most prevalent comorbidity,
occurring at a rate of 40-70% of those with ASD (Antshel & Russo, 2019).
The rise in prevalence is believed to be attributed to an increased awareness of ASD, which
results in better detection and screening tools (Croen et al., 2002), changes in criteria for diagnosis and
incorporation of less severe cases (Kreiser & White, 2014; Sun et al., 2014). For example, Croen et al.,
(2002) did a population-based analysis of California birth cohorts to investigate trends in autism
prevalence. They found that between 1987 and 1994 there was a dramatic increase in ASD numbers,
directly correlated to a decrease in diagnosis of Intellectual Disability (ID) during the same period (Croen
et al., 2002). The growth in frequency over time is not unique to the US and is also seen in other
countries (Croen et al., 2002). It is believed that children diagnosed more recently represent a “broader
phenotypic spectrum” (Croen et al., 2002. p.214). Additionally, ASD was not a criterion under the
Individuals with Disabilities Education Act (IDEA) until 1990, meaning that alternate diagnosis prior to
that time was the norm (Penington et al., 2014).
Family Impact
Having a child diagnosed with a lifelong disability can have a complicated effect on an individual
and on the family as a whole. Parents go through their own internal reactions as they try to come to
terms with how their lives will be impacted and the future outlook for their families. Examining the
challenges families face, from difficulties with diagnosis, influence and impact of race and culture,
delayed diagnosis, medical community awareness, emotional challenges and conflicts, persistent stress,
and parent gender role influence each have significance in how the family as a whole needs to adapt and
cope with the influence that ASD has on each aspect of their lives.
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Challenges to Early Diagnosis
Early diagnosis is important because it helps families to face the challenges associated with ASD
as well as access therapy that will be beneficial to both the child and the family as a whole. Parenting a
child with ASD can be very stressful. Not understanding why the child may be misbehaving, not
responding, not engaging with others, or has obsessive interests creates a stressful family dynamic and
adds pressure to explain the actions (or inactions) of the child. Parents have reported “extreme
difficulties in dealing with challenging behaviors, teaching their child to communicate, teaching basic life
skills, guarding their child from danger, and preparing their child for adult life” (Dyches et al., 2004
p.211).
There are no single reliable identifiers or criteria by which to diagnose ASD. Though there are
similar core markers (Croen et al., 2002), there are no biological markers and the actual diagnosis is
based upon a clinical observation and evaluation (diGiambattista et al., 2019; Thomas et al., 2012;
Udhya et al., 2014). Every individual with ASD is unique and presents symptoms differently, making
diagnosis extraordinarily challenging. However, many families struggle with obtaining a diagnosis
because of waiting lists to see doctors (Lopez, et al., 2019; Shattuck and Grosse, 2007; Waizbard-Bartov
et al., 2019), parents not understanding or properly communicating symptoms or presentation of
behaviors (Mandell et al., 2007; Russell & McCloskey, 2016), individuals with both giftedness and
disabilities often counterbalance the disability to mask symptoms (Begeer et al., 2009) or medical
professionals hesitancy to assign the label of ASD (Broady et al., 2017; Lobar, 2015; Mandell et al., 2007;
Papadopoulos et al., 2019).
Children that receive treatment earlier can lead to improved outcomes and enhance the quality
of their lives (Begeer et al., 2009; Ennis-Cole et al., 2013; Daley, 2004; Shattuck and Grosse, 2007). Daley
(2004) did a qualitative study of 95 families of children with autism in India and found that early
intervention can ameliorate negative behaviors before they become ingrained and can be beneficial for
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parental mental health (Daley, 2004). Shattuck and Grosse (2007) point out that early diagnosis and
intervention can offer important knowledge about genetic information for family planning of additional
siblings. Delays in social communication can be present in infants as early as 4 months (Becerra-Colqui et
al., 2018) and screening tools are available for children at risk around 12 months, though reliability of
such tools is stronger after 2 years (Dababnah et al., 2018). Professionals may find it difficult to diagnosis
under 2 due to lack of confidence in issuing a diagnosis (Ward et al., 2016).
Race and Culture
There are groups of families that face challenges in obtaining a diagnosis that may be culturally
or racially connected. Studies indicate that there are racial disparities with regard to age of diagnosis
(Shattuck and Grosse, 2007; Sritharan & Koola, 2019; Thomas et al., 2012), though that gap may be
narrowing (Dababnah et al., 2018). Minorities may be more likely to live in poorer areas and may have
challenges with access to health care (Thomas et al., 2012; Tincani et al., 2009). Mandell et al. (2007)
found that Black children were diagnosed an average of 1.4 years later than White children and spent up
to 8 months longer in mental health treatment before diagnosis (Mandell et al., 2007; Tincani et al.,
2009). Additionally, Black children were 5.1 times more probable to be misdiagnosed with adjustment
disorder (compared to ADHD), were 3 times more likely to receive a different diagnosis first before
ultimately be diagnosed with ASD (Mandell et al., 2007), had a higher likelihood of over/under diagnosis
(Dababnah et al., 2018), and after diagnosis experience more stress and coping needs than other groups
(Williams, 2019). Dababnah and colleagues (2018) conducted a grounded theory approach of 22 female
caregivers in Baltimore, Maryland through a qualitative study. Regarding racial issues, the participants
noted negative racial bias during healthcare interactions, and mixed reports of both timely ASD and
ignored early concerns about delays.
In comparison to Whites, Latinx children are often diagnosed at a later age (Lopez, Reed, &
Magana, 2019; Mandell et al., 2009; Palmer et al., 2010; St. Amant et al., 2018; Tincani et al., 2009).
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Lopez et al.(2019) compared 44 Latinex caregivers to 56 non-Latino in a quantitative study through
hierarchical regression analysis of socio-demographic factors, family burden, and maternal optimism.
They found that caregivers of Latinx children are more likely to receive a diagnosis one year later than
White children, are less likely to receive early intervention, receive or utilize less services, and have
more unmet service needs (Lopez et al., 2019; Magana et al., 2013). Additionally, Black and Asian
parents may discount observations of teachers that indicate characteristics of ASD (Mandell & Novak,
2005), leading to a delay in diagnosis. Reasons for this could include lack of health insurance and regular
medical care, as well as low socio-economic status (Lopez et al., 2019; Palmer et al., 2010; Sritharan &
Koola, 2018; Tincani et al., 2009), parent English fluency, and familiarity with services (Lopez et al., 2019;
Sritharan & Koola, 2018). Palmer et al. (2010) found that ASD diagnosis in Latinx school children in Texas
was inversely proportional to the percentage of Whites in the school district, that more Whites had the
ASD diagnosis (as much as two to three times higher) leading them to believe that Latinx may be greatly
underdiagnosed.
Delayed Diagnosis
Reasons for delayed diagnosis of children with ASD are numerous. One possibility may be that
assessment and diagnostic centers have waiting lists due to limited capacity (Martinez et al., 2018;
Shattuck and Grosse, 2007). Another may be due to communication of parents regarding the symptoms
and behaviors of their children, which produces an incomplete representation of attributes or concerns
(Martinez et al., 2018; Mandell et al., 2007). Individuals who have a higher intelligence level are thought
to escape diagnosis by counterbalancing their social difficulties; those with lower intelligence present
with symptoms earlier because their autistic qualities are more obvious (Begeer et al., 2013). Referred
to as twice exceptional, children that have gifted or above intelligence abilities are able to mask or
balance their disabilities with their gifted qualities, often leading to delayed diagnosis or neglecting the
gifted or disability diagnosis (Foley-Nicpon et al., 2013; Foley-Nicpon et al., 2012; Park et al., 2018).
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Delay in diagnosis may also be due to professional disagreement on diagnosis due to comorbidity or
severity (Martinez et al, 2018) or variations in behavior and presentation (Lobar, 2016). Furthermore,
parents may be hesitant to seek a diagnosis for fear of stigma (Dababnah et al, 2018; Russell et al., 2016;
Zuckerman et al., 2018). Children with ASD are born without any physical markers or identifying
characteristics so parents may be uneducated about the presentation of ASD and miss the cues, or may
be resistant to consider a disability for their child, and therefore be in denial about the behaviors they
see (Dyches, 2007; Srithran & Koola, 2018). Russell and McCloskey (2016) conducted a mixed method
research of parents with ASD to gather insights of their medical care. They reported that 68% of the
parents in their study (n = 11) did not receive a diagnosis until after age eight (Russell & McCloskey
(2016).
Medical Community Awareness
Additional diagnosis delay may be due to hesitancy by medical professionals to ascribe and
label, for fear of misdiagnosis (Lobar, 2015; Mandell et al., 2007). Parents report being ignored or
dismissed when bringing up concerns about the child’s development, lack of expression of needs, or
feeling something is not right (Altiere & Von Kluge, 2009; Dabanah et al., 2018; Russell & McCloskey,
2016). The parents desired compassion, empathy, support and respect for their opinions and their
situation but felt medical professionals did not provide it (Russell & McCloskey, 2016). Empathy and
respect are important in establishing a trusting relationship between doctor and patient. Recent
literature in physician, dental, and nursing journals describe to medical professionals the ASD
characteristic presentations, suggestions for care, flexibility for accommodations recommendations for
environmental sensory adjustments and wait times (Russell & McCloskey, 2016; Udhya et al., 2014;
Zwaigenbaum et al., 2016). This informative literature is intended to be shared among the medical
community to help doctors and medical professionals become aware of how to best treat individuals
with ASD to give them the best quality of care.
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The American Academy of Pediatrics (AAP) and the Center for Disease Control and Prevention
(CDC) have both initiated campaigns to increase awareness for early detection and intervention
(Becerra-Colqui et al., 2018; Dababnah et al., 2018). Developmental screenings should be conducted
through routine visits with standardized instruments and discuss developmental concerns with the
parents (Becerra-Colqui et al., 2018). Additionally, professionals need to be empathetic, informed,
involved, communicate well on a personal level (Ooi et al., 2016) and be sensitive to cultural values and
customs (Ekas et al., 2016a). They should provide resources after diagnosis and follow through with
parents to provide information that allows them to make informed choices and have agency over their
situation and the child’s care (Ooi et al., 2018).
Emotional Impact of Diagnosis
Given the challenges that families face in identifying ASD in a child and obtaining a diagnosis, it
is not surprising that that the period just before and just after diagnosis can be the most stressful for
parents (Altiere & Von Kluge, 2009; Bekhet et al., 2012; Bendixen et al., 2011; Burrell et al., 2017; Gray,
1993; Potter, 2017; Rivard et al., 2014). Altiere and Von Kluge (2009) conducted a qualitative study of 26
married couples through semi-structured interviews. The parents describe dealing with confusing
behaviors and rising behavioral problems that only produced anxiety and stress for the parents who
expressed concerns to their doctors, which were ignored. The study goes on to explain that although
receiving a diagnosis brought lucidity to their situation, it only marked the identification of the issue. The
struggle remained as parents fought to cope with their child’s special needs and confusing behavior and
they struggle through negotiating with doctors and health services in the difficult and confusing
diagnosis process. At the same time parents are dealing with their own understanding of ASD, coming to
terms with it, and what it means for them and their family.
Five Stages of Grief. Receiving a diagnosis of any disorder, including ASD can impact the
emotional and mental health of members of the family. Parents who learn of a diagnosis for their child,
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may progress through the five stages of grief popularized by Elisabeth Kubler-Ross (Kubler-Ross &
Kessler, 2005): denial, anger, bargaining, depression, and acceptance (Boutot & Walberg, 2017; Myers et
al., 2009; Russell & McCloskey, 2016). The literature supports this, as many studies illustrate parents
expressing each of these as the conditions that account for their stress (Altiere & Von Kluge, 2009;
Burrell et al., 2007; Frye, 2016). Diagnosis can be difficult to accept because of the significant impact of a
lifelong condition and parents often find themselves in the first stage of grief: denial (Altiere & Von
Kluge, 2009; Frye, 2016; Myers et al., 2009). Altiere & Von Kluge (2009) studied 26 heterosexual married
couples who reported a denial of ASD in their children and found diagnosis to be a life-altering event
which had far reaching emotional, physical, and psychological impacts. Parents were devastated at
hearing the label ascribed to their child and felt doomed for a difficult life. They experienced emotional
hardships in depression, lack of appetite, high blood pressure, and anxiety. The amount of stress and
negative emotion was draining and difficult.
The second stage, progressing from denial, parents experience anger as a prominent emotion
(Altiere & Von Kluge, 2009; Bekhet et al., 2012; Bonis, 2016; Frye, 2016; Myers et al., 2009; Ooi et al.,
2016). Frye (2016) conducted a single-case, multiple-participant, phenomenological study of ten fathers
of children with ASD who experienced all stages of grief and the participants found feeling anger toward
themselves because they felt helpless in the face of the disability. The anger may be due to delayed
diagnosis or aggravation toward health care providers, teachers for not listening to their concerns
earlier, or inwardly toward themselves for not advocating earlier (Frye, 2016) or feeling a failure in the
parenting role (Bonis, 2016; Neely-Barnes et al., 2011).
Bargaining and avoidance denote the third stage of grief. Bargaining is related to denial in that it
is an emotional and psychological plea to deny the reality of loss but goes beyond denial in that the
individual tries to bargain their emotional response with rational thought (Kubler-Ross & Kessler, 2005).
It exists among a myriad of emotions tangled together following diagnosis (Ahmad & Dardas, 2015;
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Burrell et al., 2017). A parent of a child with ASD may selectively not disclose the disability in social
situations so as to avoid any associations with the disability. The “‘passing’ as a ‘normal’ family” (Gray,
2002a, p. 736) could be considered bargaining. The disclosure or selective non-disclosure of the
disability can be seen as intentional avoidance and bargaining. It is an act of avoidance, which a family
may see as a way to appear as a neurotypical family for a period of time as expressed by fathers studied
by Burrell et al. (2017) in their qualitative study of 8 fathers of children with ASD.
Depression, the fourth stage of grief, is heavily noted in the literature (Ahmad & Dardas, 2015;
Altiere & Von Kluge, 2009; Bekhet et al., 2012; Burrell et al., 2017; Frye, 2016; Myers et al., 2009). This
has a direct impact on mental health of the individual, coping of the family, and quality of life. Parents
can feel helpless in the face of the disability, coupled with guilt from a feeling of bringing this on the
child (Frye, 2016). Add to that the lifelong nature of the condition and fears for the child’s future. All of
these factors can contribute to depression (Burrell et al., 2017). The emotional impact can leave a
parent with high blood pressure, anxiety, profound sense of loss (Altiere & Von Kluge, 2009), despair,
sadness (Myers et al., 2009), and hopelessness (Frye, 2016). The depression can be so severe, that it has
been noted as clinically significant (Bendixen et al., 2011; Davis & Carter, 2008; Rivard et al., 2014), can
lead to suicidal tendencies (Myers et al., 2009), and can persist for years after diagnosis (Wayment &
Berkshire, 2018). Wayment and Berkshire (2018) conducted a qualitative study of 362 mothers with
children with ASD through an online questionnaire to study reactions to the ASD diagnosis. They found
that time since diagnosis moderated the level of grief, but that multiple areas of their lives were
affected. However, the mothers also felt the ASD diagnosis was unfair and that they felt responsibility
and blame for the ASD condition in their child.
The final stage of grief involves acceptance (Burrell et al., 2017). At this stage, the parent is able
to negotiate through the challenges and recognize the strengths in their child. They may have learned
empathy, humility, determination, compassion, sensitivity, confidence, mindfulness, and even joy
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(Myers et al., 2009). With a new outlook on the disability, they have come to accept the negative factors
and instead view it optimistically (Neely-Barnes et al., 2011). Gray’s (2006) longitudinal study found that
ten years after diagnosis parents had adapted and were using fewer coping strategies, that the
limitations no longer remained and they were able to find meaning in the disability and build resilience.
Though many of the ASD symptoms and characteristics remained, there were improvements and
parents felt they were better able to manage expectations, negotiate functional skills, and had
themselves improved psychological viewpoints about the disability. However, many families may find
that although they have accepted that their child has ASD, it does not necessarily negate the intensive
stress that they face in negotiating the intricacies of having a child with a complex disability.
Persistent Stress
The American Psychological Association defines stress as harmful when it is persistent and
enduring over an extended period (APA, 2018b). Parents of children with ASD suffer from considerable
stress and at higher levels than parents of neurotypical children or children with other developmental
disabilities (Bonis, 2016; Dabrowska & Pisula, 2010). The everyday demands of having a child with
disabilities can push parents beyond their limits due to challenging behaviors, coping with the loss of
social support, facing stigma and judgment in public, and marital relationship impacts (Ekas et al., 2015),
navigating special education and the school system, fighting for insurance coverage, and accessing
specialist services (Russell & McCloskey, 2016).
Dabowska and Pisula (2010) conducted a study of parents of typically developing children,
children with Down syndrome, and children with ASD. In a quantitative study engaging 162 parents they
found that the levels of stress endured by parents with ASD exceeded other populations. Additionally,
there was a gender disparity as mothers indicated higher stress scores than fathers highlighting the
higher burdens placed on mothers.
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As a lifelong condition, ASD requires families to adjust their plans, dreams, freedom, sense of
normalcy, and accept the limitations on their choices (Altiere & Von Kluge, 2009; Frye, 2016; Myers et
al., 2009; Nealy et al., 2013; Neely-Barnes et al., 2011; Russell & McCloskey, 2016; Tint & Weiss, 2016;
Woodgate et al., 2008). The responsibility of constantly monitoring a child with ASD can be
overwhelming to parents who feel that they have to remain vigilant at all times and live in a constant
state of heightened awareness (Nealy et al., 2013; Russell & McCloskey, 2016; Woodgate et al., 2008).
This intensity can be so draining that parents often feel that it is all-consuming and their entire lives
revolve around the ASD (Harper et al., 2013; Myers et al., 2009; Nealy et al., 2013; Woodgate et al.,
2008). As parents make these types of adjustments, they are also dealing with various behaviors that
can present challenges.
Behaviors may be inherent to the disorder itself or manifestations of maladaptive behaviors that
a child employs to cope with the world around them. These behaviors can be a major form of stress to
the family (Bendixen et al., 2011; Dabrowska & Pisula, 2010; Hayes & Watson, 2013; Myers et al., 2009;
Nealy et al., 2013; Rivard et al., 2014; Russell & McCloskey, 2016; Tint & Weiss, 2016). A child may flap
their hands, chew on their shirt, twirl repeatedly, or pull their hair to increase sensory input (Case-Smith,
Weaver & Fristad, 2015). A child may also have verbal tics such as echolalia, the unsolicited repeating of
words from another person (such as dialogue from movies); and a child may be outwardly aggressive,
physical, or inappropriate in social situations. Coping with the behaviors place added demands and
stress on parents, interfere with the functioning of daily life (Altiere & Von Kluge, 2009; Bendixen et al.,
2011), and can lead to a feeling of helplessness by the parents because they cannot change the situation
(Burrell et al., 2017).
When the behavior is inappropriate or untimely and it contradicts social norms of behavior, it
can be especially stressful to the parents (Broady et al., 2017; Harper et al., 2013; Neely-Barnes et al.,
2011). Public meltdowns are unpredictable because they can be caused by situational factors such as
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over stimulation (e.g. loud noises, intense visuals), change in routine, or other cause of intense reaction
and those intensities can remain with the child for some time as they try to deal with the oversensitivity.
Families often engage in self-imposed isolation because they are so fearful of public meltdowns that
they chose to avoid any type of interaction with the public (Broady et al., 2017; Myers et al., 2009). It
can be particularly difficult when a child is aggressive or destructive (Gray, 1993; Myers et al., 2009;
Nealy et al., 2012). Public meltdowns present stress when the behavior is a reaction to situational
stimulation and is uncontrollable and unmanageable by the child. Observers often attribute child
behaviors to poor parenting rather than recognition of a condition (Broady et al., 2017; Gray, 2002).
Though there may be an increase in awareness about ASD, there still remains a deficiency in
understanding of it in the general public which can lead to parents of children with ASD being unfairly
judged for their behavior management skills or seeming lack thereof (Kinnear et al., 2016).
Impairment in communication likewise creates hardship for parents. Having a child that is nonverbal or unable to communicate can be terribly stressful for parents (Hayes & Watson, 2013). Without
having the ability to reciprocally verbally communicate with their child, it can be difficult to understand
their fundamental needs, desires, and preferences but also their hopes, dreams, fears, and their own
stresses. Furthermore, children that are verbal have other social communication challenges and may be
inappropriate in their interactions. This can manifest in awkward situations that can be distressing to
parents (Gray, 2002a).
The qualitative research conducted by Myers et al. (2009) through an online questionnaire
examined the experiences of stress experienced by 493 ASD families. They identified 24 themes (15
negative and 9 positive) that fall within five overarching clusters. These themes encompass stress; child
behavior and demands of care and therapy; impact on parent’s personal well-being, work lives, and
marital relationship; impact on the family as a whole; and social isolation. This research provides a
window into the world of an family with a child with ASD, and their daily struggles, emotional
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challenges, stresses at the level of suicidal depression, social family isolation and exclusion, and
limitations and restrictions on experiences. Parents detailed their stresses with problematic behaviors,
from aggressive children, to public meltdowns, children that tend to run away, and the constant
supervision required. Arranging therapies and fighting school systems and medical institutions proves
exhausting and frustrating for many parents. Marriages become strained, parents depressed, finances
constrained, and siblings could potentially be neglected. The ASD becomes central in their lives, limiting
choices and their freedom, isolating them from friends and family, and restricts their experiences and
social life.
Hardship for parents is also found in the loss of social support (Altiere & Von Kluge, 2009;
Dabrowska & Pisula, 2010; Frye, 2016; Harper et al., 2013; Johnson & Simpson, 2013). Parents often find
that friends become distant because they don’t understand, don’t know how to offer help, and are at a
loss for what to say. Their experiences are that those around them at schools, family, and friends don’t
know enough about ASD (Dababnah et al., 2018; Lovell & Wetherell, 2018) and didn’t provide support to
the family (Ekas et al, 2016a). Families also have been known to shun the family with ASD, sometimes
dismissing the diagnosis, placing blame, ignoring conditions, or simply isolating and rejecting the family
(Myers et al., 2009). Additionally, Ooi et al. (2016) reported that some ASD specific social groups were
inaccessible or not helpful. This becomes especially troubling for the parents because researchers have
found that having social support is beneficial (Altiere & Von Kluge, 2009; Bekhet et al., 2012). Not having
social support becomes a source of stress at a time when parents desperately need it (Altiere & Von
Kluge, 2009; Dabrowska & Pisula, 2010).
Other sources of tension and strain involve sleep disruptions or complications, a common aspect
of individuals with ASD (Myers et al., 2009; Roberts et al., 2017); comorbid disorders such as ADHD
(Antshel & Russo, 2019) and intellectual disability (Jackson et al., 2018); severity of symptoms (Rivard et
al., 2014; Zablotsky et al., 2015); and finding time to manage multiple therapy sessions and doctor
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appointments (Myers et al., 2009; Russell & McCloskey, 2016). Parents also often have struggles with
the school system for adequate attention to their child’s needs and issues with insurance covering the
cost of services (Myers et al., 2009; Russell & McCloskey, 2016). Many parents elect to take an advocacy
role and arm themselves with as much knowledge as they can but the lack of available resources mean
that they have to do all the research and investigating themselves which can be a daunting task (Altiere
&Von Kluge, 2009; Gibson et al., 2017). There are multiple reasons for stress within an ASD family that
can have detrimental impacts on parents and families and the literature points to different impacts
based on family role and gender.
Difference of Impact Due to Gender of Caregiver
There are many variables that contribute to quality of life and perceived stress of an individual.
There can be differences in how the family roles and relationships within the family have influence on
the type of stress encountered and nature of their interaction and level of care for the ASD child. As
described below, mothers and fathers experience different stressors due to the different nature of their
relationships and roles in the family.
Other demographic variables have been studied to see if they have notable influence on stress.
Hsiao (2018) studied the associations of stress and family demographics, including gender, and stress in
236 parents of children with ASD through a quantitative study. Hsiao (2018) found that family income
was the only significant predictor of family quality of life, not gender. However, Lopez et al. (2019) found
that although Latinx mothers with lower socioeconomic status utilized fewer services, optimism
appeared to increase the ability to cope.
Mothers. The experiences between mothers and fathers can be different due to social norms,
internal processing of stress, social support, and ability for self-help (Bonis, 2016; Burrell et al., 2017;
Gray, 1993). In traditional heterosexual relationships, the mother is often the primary caregiver taking
on an unequal share of responsibilities of the daily needs of the child, school arrangements, and
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health/therapy appointments (Frye, 2016; Gray, 1993; Nealy et al., 2012). Assuming this responsibility
means that mothers may endure more of the impact that ASD has on the family, including stress,
depression, stigma, guilt, anxiety, and social isolation, among other emotional coping and mental health
issues (Bonis, 2016). Mothers incur more stress than do fathers (Bendixen et al., 2011; Bonis, 2016;
Dabrowska & Pisula, 2010; Gray, 1993; Ekas et al., 2010) and experience higher rates of depression
(Bendixen et al., 2011) which Wayment and Brookshire (2018) associate with a mother’s “identity
ambiguity”(p.1154) in her inability to distance herself from the child’s diagnosis.
Mothers tend to cope emotionally and use more avoidance strategies than mothers of typical
children (Vernhet et al., 2018). Improvements in social support can reduce stress (Bekhet et al., 2012;
Burke-Taylor, 2019; Ekas & Whitman, 2011) and depression (Davis & Carter, 2008; Tint & Weiss, 2016).
This is prevalent in much of the literature, although some studies found that more fathers than mothers
reported higher levels of stress (Rivard et al., 2014; Tint & Weiss, 2016). Reasons for this discrepancy
may be due to a better representative sample of fathers and because mothers take on initial caregiving
responsibilities, fathers may feel they missed out on important information related to ASD, care, and
services (Rivard et al., 2014).
Research into perceived stigma associated with ASD is felt more acutely by mothers (Gray,
1993). Mothers find that in the public they are more likely to endure inappropriate comments,
unsympathetic looks, and they resort to avoiding situations that may be hurtful or troubling (Gray,
2002a). However, mothers were found to be more adaptive and responsive to situational stressors.
Having the knowledge of the triggers for meltdowns and how to appease the child may make mothers
more flexible and likely to intervene whereas fathers preferred adherence to rules and structure
(Bendixen et al., 2011).
Given the stress and caregiving needs imposed upon mothers (and parents in general) it is
essential they allocate time for self-care and respite from the vigilant supervision and care
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responsibilities (Altiere & Von Kluge, 2009; Neely-Barnes et al., 2011; Ooi et al., 2016; Woodgate et al.,
2008). However, mothers may not take advantage of respite opportunities due to financial or time
constraints (Nealy et al., 2012). Burrell and colleagues (2017) conducted a study in Britain with eight
fathers and found that a portion of them saw their main purpose as caregivers to their children in order
to provide respite for their spouses. Ramsich et al. (2014) involved 11 dyads of mothers and fathers and
reported that mothers appreciated respite through being with their husbands, out with friends, or being
in solitude. Interestingly, the researchers also indicated that mothers of children with ASD mentioned
their needs for respite self-care while the topic never came up with mothers of typically developing
children. This finding illustrates the stress mothers of children with ASD endure and are so overwhelmed
with the caregiving burden that the need for personal time is at the forefront of their mind.
Fathers. Studies that focus on fathers’ experiences show different outcomes with regard to
reasons for stress and concern. A study by Bendixen et al. (2011) illustrates that fathers find disruptive
behaviors (tantrums, aggression, shouting, or behaviors outside social norms) to be especially troubling
in public settings. A child that exhibits these behaviors may make it difficult for a father to have a secure
bond with their child and feel separated (Bendixen et al., 2011; Ooi et al., 2016). These may relate to
fathers demonstrating lower ratings of wellbeing compared to fathers of children with other disabilities
(Tint & Weiss, 2016) or it may be related to perceptions of stigma. Burrell et al. (2017) interviewed eight
British males who describe feeling judgment and blame in public settings that often led to frustration.
Although they desired an advocacy role, fathers felt ignored, misunderstood, and disregarded by
professionals, leading them to feel alienated. Dabrowska and Pisula (2010) reported that some fathers
don’t disclose the diagnosis with friends, so that they separate themselves from the difficulties at home.
Ahmad and Dardas (2015) conducted a qualitative study of 101 fathers of children with ASD to assess
their quality of life. Fathers experienced significant stress resulting from the child’s needs but also stress
related to their role as fathers (perceived competence, socioeconomic status, feeling prepared to care
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for a child). They found that fathers with higher levels of education, better social support networks,
longer marital relationships, and having a daughter (as opposed to a son) with ASD had better quality of
life. It is necessary for parents to have self-care and strong emotional wellbeing to provide good care for
their children and one avenue for this may be through spousal support.
Impact on Family Ecosystem
Marital Relationship & Support
Working together, parents who face challenges such as those imposed by ASD may build a
stronger bond necessary to sustain a healthy relationship (Frye, 2016; Harper et al., 2013; Myers et al.,
2009; Woodgate et al., 2008). Sometimes parents might not be in the same stage in their grief cycle,
which can cause disruption. This may leave parents feeling disconnected (Woodgate et al., 2008) such as
when one parent may be in denial (Myers et al., 2009). Negotiating care with a spouse is stressful
(Johnson & Simpson, 2013; Potter, 2017) and can cause arguments and strain marriage relationships to
the point of breaking (Myers et al., 2009). Seeing their partnership as a team and supporting one
another through challenges is key (Woodgate et al., 2008) and can be used to mitigate against lack of
social support and isolation.
However, sometimes a spouse can be overly consumed with the daily tasks of care for the child
and feel they do not have energy left to contribute to their partner (Nealy et al., 2012). The longer a
couple has been in a relationship prior to the addition of the child demonstrates less parenting stress
and better quality of life (Ahmad & Dardas, 2015). Communication is key and openly discussing their
challenges and feelings, including expressing their love for one another, can strengthen the relationship
(Bekhet et al., 2012; Ramisch et al., 2014). Harper et al.(2013) assessed 101 mother/father dyads
through quantitative questionnaires from around the US to study marital quality, stress, and respite
care. They found that respite care strengthens the relationship and reduces depression, increases
marital quality, and elevates parent efficacy. Woodgate et al. (2013) conducted qualitative research on
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21 parents (16 different families) of children with ASD in Canada. The parents reported having a team
approach and being supportive to one another proved beneficial. Having the ability to balance the stress
of caregiving with the rest of life’s challenges and coupled with a strong sense of self and family provides
good mental health and wellbeing.
Another strain on the relationship endured by many families with ASD is the issue of finances
(Altiere & Von Kluge, 2009; Harper et al., 2013; Lopez et al., 2019; Myers et al., 2009; Nealy et al., 2012).
Often it is necessary for one spouse to leave their job in order to manage care for the child and this loss
of income, coupled with the expense of therapy and medical bills can put a strain on the relationship
(Altiere & Von Kluge, 2009; Myers et al., 2009; Tint & Weiss, 2016). Nealy et al. (2012) interviewed eight
mothers in an assessment of mother’s perspectives on the impact of ASD on the family. The mothers
worried about their future financial situation because of impacts on employment, lack of savings, and
investments in services and therapy. They also lamented the potential ending of their own career path
in needing to put everything on hold.
Strains on the family, like financial challenges, cause tension and stress but can be offset by
positivity. Becher et al.(2019) studied 451 divorcing parents (in the process of filing for divorce) through
a quantitative study. They found that conflict between couples can be offset by positive parenting
(parental warmth, child view of parent) and that divorce can actually be a protective factor because
continued conflict negatively impacts parenting behaviors. When maladaptive behaviors are present,
divorce can help to promote family resilience through the reduction of exposure to continued conflict.
Interestingly, continued stress experienced by parents of children with ASD has been found to
be increased by a higher the educational attainment of parents (Dabrowska & Pisula, 2010; Potter, 2017;
Rivard et al., 2014). There may be other variables involved since researchers do not agree on the
education element alone. Dabrowska and Pisula (2010) state that better educated parents with a coping
style based on emotions have greater stress while Potter (2016) found that socio-economic status
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coupled with educational level is a factor in increased use of therapies and services, perhaps due to
increased stress.
Community & Societal Knowledge
Parents report a common perception that the public has little knowledge about ASD, behaviors
of those with ASD, and awareness about various issues related to ASD (Altiere & Von Kluge, 2009; Gray,
1993; Kinnear et al., 2016; Lovell & Wetherell, 2018; Neely-Barnes et al., 2011; Woodgate et al., 2008).
This is often manifested in unwelcomed comments, stares, and stigma. This discrimination toward
people with disabilities, known as abelism, persists even when the diagnosis is known (Neely-Barnes et
al., 2011). Kinnear et al.(2016) explains that many of the old stereotypes of ASD linger, despite research
proving otherwise. Many in the public still believe that vaccines cause ASD, and though discredited (CDC,
2019; Taylor et al., 2014), the theory and public opinion remains, boosted in part by ill-informed but
very vocal antivaxxers and their social media campaigns. Parents experience direct confrontation about
controlling their child, awkward encounters where people do not know what to say or respond
inappropriately, or rude remarks about their perceived bad parenting (Gray, 1993; Kinnear et al., 2016;
Neely-Barnes et al., 2011). Social encounters such as these are frequent and one of the most troubling
social aspects of being in public with their child (Gray, 1993; Kinnear et al., 2016). Reactions range from
embarrassment and feeling that everyone is staring at them or to wanting to confront others about their
lack of understanding (Gray, 2002). Kinnear et al., 2016 conducted a quantitative study of 502 families in
the US and found that stigma was experienced by 95% of the sample, demonstrating the significant
challenge and impact of raising a child with ASD.
Social isolation and rejection are common experiences and prevalent topics in ASD research
(Altiere & Von Kluge, 2009; Bonis, 2016; Broady et al., 2017; Ekas & Whitman, 2011; Ekas et al., 2010;
Gray, 1993; Gray, 2002a; Johnson & Simpson, 2013; Ingersol & Hambrick, 2011; Kinnear et al, 2016;
Myers et al., 2009; Nealy et al., 2012; Papadopoulos et al, 2019; Sim et al., 2019; Woodgate et al., 2008).
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Parents feel that any deviation from expected social norms of appropriate behavior in public spaces
results in harsh judgment. Feeling estranged, judged, and marginalized creates additional stress on
families (Bonis, 2016; Broady et al., 2017; Burrell et al., 2017; Ekas et al., 2010). After disclosure parents
even feel judged by some who dismiss the explanation, and instead attribute behaviors to bad parenting
(Broady et al., 2017; Kinnear et al., 2016). This can have a devastating impact on parents, so much so
that many retreat from public events and public life into an imposed isolation (Gray, 1993; Gray, 2002a;
Woodgate et al., 2008). Stigma can also be more acutely marginalized by society such as non-US native
parents with limited English proficiency, lower socioeconomic status, and those publicly insured
(Zuckerman et al., 2018).
However, there are some that feel that only when children and families with ASD are more
present within society, forcing others to see their struggles and differences, increases public awareness
and could lead to acceptance (Broady et al., 2017: Burrell et al., 2017; Gray, 2002; Johnson & Simpson,
2013). As parents interact with others in society, having public awareness about ASD behaviors could
lead to empathy. Bonis (2016) conducted a review of literature about the stress resulting from parenting
a child with ASD. They found that although social capital was not found as a focus of study in the
literature, it was referred to in various studies and concluded that emotional wellness of the parents is
connected to acceptance from community members and increases their social capital (Altiere & Von
Kluge, 2009; Bonis, 2016). Ekas, Lickenbrock, and Whitman (2010) examined the relationship of
optimism, social support, and wellbeing in 119 mothers in a qualitative study. They examined variables
related to optimism, social support, parenting stress, depression, positive and negative affect, life
satisfaction, and psychological wellbeing by analyzing correlations between responses on each of these
under the broader umbrella topics of optimism, social support, and maternal outcomes. They found that
family support increased optimism, which in turn reduced depression, parenting stress, and negative
affect while increasing life satisfaction, positivity, and life satisfaction. Having social support has also
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shown to increase optimism, decrease negativity to and reduce stress, depression, and marital issues
(Ekas et al., 2015; Tint & Weiss, 2016). Ekas, Ghilain, Pruitt, Celimli, Gutierrez, and Alessandri (2016)
further expand this to note those factors improve family cohesion and benefit finding.
The impact of social perceptions, isolation, and rejections can be present in interactions with
complete strangers at the grocery store, fellow members of church, friends, or members of their own
family (Altiere & Von Kluge, 2009; Broady et al., 2017; Neely-Barnes et al., 2011). A majority of mothers
in the study by Neely-Barnes et al. (2011) report that since diagnosis of the child they had lost most of
their social life. Restrictions on their available time, embarrassment about the child’s behaviors, fear of
judgment, and inability to relate to other families are causes for the social separation (Nealy et al.,
2012).
The absence of social interactions may also be the result of disparity between the anticipation of
support expected and the help and support given (Johnson & Simpson, 2014; Woodgate et al., 2008).
Some families do not receive any support at all from families, friends, or the community (Broady et al.,
2017; Johnson & Simpson, 2014; Kinnear et al., 2016). Lack of acceptance from family, which at times
may be coupled with blame, denial, or rejection, places additional strain and emotional hardship on the
family (Myers et al., 2009). Broady et al. (2017) found that parents expected empathy and support from
close family and friends, which when it wasn’t there was especially troubling and disappointing. Unless
they experience it first hand, most individuals are unaware of how different and difficult it can be to
raise a child with ASD (Neely-Barnes et al., 2011). Feeling disconnected and on their own, isolated from
family and friends, some seek support in joining support groups (Altiere & Von Kluge, 2009; Behket et
al., 2012; Johnson & Simpson, 2013; Myers et al., 2009). These support groups offer families recognition
and empathy for their situation and can have significant benefits on a family’s journey on a path to
resilience (Ilias et al., 2019).
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Resilience
Psychological resilience emerged as an area of study simultaneously in the fields of psychology
and psychiatry in the early 1970s. At the time, studies of human psychology focused on psychopathology
and the development of negative adaptation to circumstances, stress and trauma (Bonanno et al., 2015;
Luthar et al., 2000). Researchers in the fields of medicine, clinical psychology, psychiatry, and education
focused on psychopathology to explore its genesis in an effort to prevent its adverse development
(Masten, 2011; Masten & Obradovic, 2006). Results across the broad spectrum of social, cultural,
psychological, biological, ecological, economical, and anthropological studies found similar results
(Maltby et al., 2019; Masten, 2014; Masten & Obradovic, 2006; Shi et al., 2019).
Each researcher offers a perspective on the definition of resilience; there is no single or
universal definition due to the myriad of influences and viewpoints (Masten & Obradovic, 2006). Broadly
conceived, resilience is a process whereby individuals are able to overcome adversity or a crisis and
recover positively through the use of resources (Luthar & Cicchetti, 2000; Masten, 2014; Rutter, 2012).
However, simple definitions fail to account for the broad spectrum of influences, resources, and internal
development necessary for successful adaptation within the context of adversity. Exploring each of
these items briefly is necessary for a full understanding of all that resilience encompasses.
Individual Resilience
The study of resilience began with the early pioneers and seminal authors in resilience - Norman
Gramezy, Michael Rutter, Ann Masten, and Emmy Werner (Masten, 2014; Rutter, 2013). Their focus
involved the study of individual child development following cumulative, chronic, or acute trauma or risk
and exploration of determining why some children were able to adapt and function without
psychopathological impact (Masten, 2011; Bonanno et al., 2015). In those early years, single defined
experiences were the focus of analysis because of their tendency toward maladjustment and increased
risk of psychological impact (Masten & Obradovic, 2006; Ong et al., 2009). Research and analysis
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examined the variability of outcomes of individuals exposed to trauma and crisis and how some
individuals who were at increased risk to develop maladaptive behaviors instead appeared to appear
resistant to the adverse effects (Garmezy, 1987; Masten, 2011).
Masten (2011) described that as resilience research progressed, researchers simultaneously both
narrowed and broadened the scope of their studies. In the 1970s researchers sought understanding of
the psychological impacts of adverse circumstances and impact on human development (Bonanno et al.,
2015). In the following decade a paper by Rutter (1987) launched the “second wave” (Henry et al., 2015,
p.27), which shifted to examining children at extreme risk with regard to war, violence, natural disaster,
and poverty (Masten, 2011; 2014) and the development of positive adaptation (Bonanno et al., 2015).
Studies evolved into examining cumulative adverse effects and chronic challenges (Ong et al., 2009). The
“third wave” (Henry et al., 2015, p.29) focuses on intervention and prevention to promote resilience
(Masten & Obradovic, 2006).
The literature also focuses on attributes and circumstances that help individuals to combat
negative adaptation and promote positive adaptation. The identification of these protective factors can
be individually focused (e.g., self-regulation, positive outlook, education), cultivated through
relationships (e.g., cohesion and trust in the relationship; nurturing family support), or be based in the
community support systems (e.g., neighborhood organizations, social support groups; schools)
(Garmezy, 1987; Ong et al., 2009; Rutter, 1987, 2013; Werner, 2005). These protective factors are not
inherent traits or characteristics, but rather coping mechanisms that allow the individual to adapt to the
stressors (Lietz, 2006). It is the combination of multiple coping strategies, used in a variety of ways that
allow individuals to become resilient (Rutter, 1999).
Resilience is not an individual trait but is a fluid and dynamic process that changes over time and
circumstance (Masten & Obradovic, 2006; Rutter 1999, 2012; Southwick et al., 2014). Though protective
factors may be relevant in one circumstance or context, it might not be employable within another
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(Southwick et al., 2014). The continuity of resilience through one’s lifetime means that individuals
change in their relation to resilience over time and that they can be resilient in one context and not in
another (Rutter, 2006, 2012; Southwick et al., 2014). Therefore, it may be difficult to measure resilience
because it is not an individual trait and must be examined within an ecological context and multiple
variables.
In addition to resilience being a possible combination of multiple traits, there is not a defined list
of protective factors or coping mechanisms that work for all individuals and transcend all circumstances
and should not be narrowly defined (Masten & Obradovic, 2006; Rutter, 1999; 2006). Resilience is not
biologically inherited (Rutter, 2006), however, methods of coping may be present in family systems that
demonstrate appropriate mechanisms of dealing with adversity. These favorable factors benefit the
individual in an educational manner of how to navigate adversity and foster adaptation (i.e. family
support, optimism, agency). Additionally, individuals that have cultivated a variety of coping
mechanisms and strategies have a better trajectory toward resilience (Rutter, 1999).
Shi and colleagues (2019) illustrate that resilience reflects psychological functions that connect
our emotions, impulses, and ability to cope. This relationship between brain and behavior demonstrate
that one’s one view of themselves (self-concept) has a positive relationship to their ability for resilience.
Emotional regulation and cognitive control also are evident in association with resilience in that “the
executive control network enables high resilient subjects to adjust complex behavior and mediate
emotional responses” (Shi, 2019, p 25). Additionally, it was found that having less resilience can
adversely promote negative thoughts and counteract the ability to recover from challenging events (Shi
et al., 2019)
The study of resilience also includes influence from the work of Uri Bronfenbrenner.
Bronfenbrenner (1979) developed an ecological model to represent a child’s environment through
varying nested layers to identify their influence and relationships. Protective factors can include
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interaction, dependence, and support from other individuals within the ecological framework and the
development of resilience involves the agency an individual has with regard to their ability to continue,
alter, or build new connections within their ecology (Maltby et al., 2019; Masten & Obradovic, 2006;
Ungar, Ghazinour, & Richter, 2013). Rutter (1999) has identified that interpersonal relationships have a
significant influence on the development of resilience. Having the ability to successfully navigate
through or adapt following adverse trauma or stress to can lead to the development of individual
resources for successful coping and adaptation (Ungar et al., 2013). Progression to adaptation also
involves a developmental progression as protective factors emerge and the individual grows as a result
of the circumstances (Luthar et al., 2000; Masten & Obradovic, 2006; Southwick et al., 2014).
Each of these aspects leads us to a new, comprehensive definition of resilience that accounts for
dynamic context, multifactorial influences, and a process orientation. Therefore, an inclusive and
expanded definition emerges. Resilience is a dynamic process involving the ability to utilize resources
(social, structural, psychological) to internally process the sustained effects of significant adversity or
trauma to adapt and achieve a degree of developmental success and adaptation with recognition of the
influences of intelligence, personality, circumstance, environment and culture (Ong et al., 2009; Luthar
& Cicchetti, 2000; Masten, 2011, 2014; Masten & Obradovic, 2006, Rutter, 2006; Southwick et al., 2014;
Ungar et al., 2013). A subcategory of resilience research focuses on the processes and circumstances of
family interactions and relationships, which will be explored in the next section.
The Project Competence Longitudinal Study (PCLS) was initiated by Norman Garmezy to study
resilience and the development of psychopathology in children at risk for mental health issues (Masten
& Tellegen, 2012). Conducted over a period of 20 years, their study followed 205 urban children (114
females, 90 males, 27% minority) to examine the phenomenon of resilience (Masten et al., 1999). The
resulting study defined groups that had “competence (in the absence of high adversity), resilience
(competence with a history of very high adversity), and maladaptation (low competence with a history
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of very high adversity)” (Masten & Gellegen, 2012, p. 355). They found that groups identified as being
resilient had shared traits and advantages in their ability to adapt in the face of conflict or challenge
when compared to the overall sample. This ability continued over time in that the development of these
skills continued to apply through their lifetime (Masten & Tellegen, 2012).
The study of resilience examines how an individual moves forward following crisis or hardship
and has the ability to adapt without developing maladaptive behaviors. Navigating adverse trauma
through the use of protective factors assists in growth through adaptation (Luthar et al, 2000; Masten &
Obradovic, 2006; Southwick et al., 2014). The promotion of positive adaptation for successful coping can
be seen at the individual level as well as through a group of close individuals that act as a unit, such as a
family, as they work together.
Family Resilience
Moving one level further along the ecological model, resilience should be examined not only at
the individual level, but also as a collective within the family dynamic. Studying family resilience involves
examination of ongoing relations between and among multiple levels of the ecological model as children
and family interact with their extended family, friends, community, schools, social media, and overall
society (Henry et al., 2015). It is framed as an examination of adjustment, coping, and adaptation
following a significant crisis that impacts the family. However, rather than focus on the negative
psychological impact that individual resilience researchers did, the study of family resilience shifts focus
from a deficit and pathology model to one of assessing agency, resources, healthy family functioning,
and strong mental health (Patterson, 2002a).
In this field, several researchers began working in the same direction to understand how a
whole family can have a capacity to negotiate their circumstances following significant adversity or crisis
and adapt to the changes in their life (Patterson, 2002a). Additionally, families with bonadaption
(adapting well to the crisis) are able to thrive and remain a cohesive unit with strong, healthy
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relationships, grow, and be successful (Black & Lobo, 2008; McCubbin & McCubbin, 1988; Patterson,
2002a).
The development of family resilience research originates with Ruben Hill (1949) in his social
psychology based study of military families coping with family separation and reunion in times of war.
He conducted a mixed-methods study consisting of a questionnaire, interviews, and document analysis,
involving 135 Iowa families. Hill identifies several factors associated with good adjustment to crisis,
including positive family association, flexibility, affection, and marital adjustment. He compared family
adjustment to a roller coaster and a progression following crisis, to disorganization to recovery, and
finally to reorganization (Hill, 1949; McCubbin, 1979).
Hamilton McCubbin (1979) continued the evolution of family studies to examine coping
patterns, competent functioning, and successful adaptation among families (McCubbin & Patterson,
1983; Patterson, 2002a). In McCubbin’s research, the focus was based on resources and assets
possessed by family members (Distelberg et al., 2015), similar to the protective factors identified in
individual resilience (i.e. hope, spirituality, truthfulness, health, social support) (McCubbin et al., 1997).
The work of McCubbin in the 1970s and 1980s ran parallel to that of Garmezy (1987; 1991), Masten
(2001; 2006; 2011; 2014), Rutter (1987; 1999; 2005; 2006; 2012; 2013), and Werner (1995; 2005), in
their studies of individual resilience, though McCubbin chose to base his analysis of resilience on the
comprehensive family, following the works of Hill.
Resilience develops through interactivity between multiple levels of the ecological model as
individual members develop complex interactions through the multiple layers of the ecological dynamic
(Luthar et al., 2000). Patterson’s (1991) approach focused more on internal processes and approaches
within the family dynamic and relationships, rather than set factors. Here the focus shifts to the
functioning of the family system and it is interconnectivity as a response to stress or crisis. It is not
merely the identification of family strengths, attributes, or protective factors, but rather the outcomes
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that contribute competent functioning (Patterson, 2002a). As the family navigates the challenge before
them, they build resilience in their adaptation and functioning (McCubbin and McCubbin, 1988;
Patterson, 2002a).
Extending the conversation in family resilience, Froma Walsh (1996; 2003; 2006) recognized that
parents, challenged by adversity, have the potential to rise above their stressors and foster growth,
healing, and perseverance (2003). Families are not without problems or dysfunction but having the
ability to cope and adapt is an indicator of a healthy family (Walsh, 2006). Working from a shared
perspective toward overcoming their challenges, a family can counter stress, lessen pathology, develop
coping mechanisms, and gain optimal recovery as a family (Walsh, 2003; 2006). Resilience develops
through a common cohesive thread that binds a family together to make meaning of their challenges
and develop a positive perspective that they will weather the storm together.
These three main researchers, McCubbin, Patterson, and Walsh, each have developed their own
frameworks or models of aspects or processes that are common among resilient families. There is
commonality among them, with Walsh offering three main themes and both Patterson and McCubbin
describing nine each. Exploring these themes further can be helpful in identifying protective factors that
influence family coping, and adaptation, and resilience.
Models of Family Resilience
The original model of family resilience was a framework devised by Hill (1949), called ABCX. Each
letter represents an event or action on a path toward overcoming adversity or stressor (see figure 2.2).
In the model, A represents the initial event that interacts with B, the family’s challenge in being able to
utilize resources to overcome the challenge. This in turn interacts with C, the meaning the family makes
of the event, and eventually produces X, the crisis or the instability. As an example, if the family home
burns as a result of fire (A), they find temporary housing in an apartment (B), but the apartment is in a
new neighborhood so there is a loss of community (C). The family may continually struggle to regain the
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sense of home and community that they once had (X). Hill explains that adjustment following a crisis
often follows a roller coaster as the family progresses along a pattern from disorganization to
reorganization and finally to recovery. Hill’s model remained unchanged for 30 years until McCubbin and
Patterson (1983) extended and redefined it to a new model.
Figure 2.2
Hill’s Original ABCX Framework (Hill, 1949, p.14)

In reviewing Hill’s original ABCX framework, McCubbin and Patterson (1983) felt that the model
did not go far enough to identify factors relevant after the crisis, namely the resulting adaptation by the
family. They created the Double ABCX Model of Adjustment and Adaptation (see figure 2.3).
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Figure 2.3
Double ABCX Model by McCubbin and Patterson (1983, p. 12)

Note: The first part of the Double ABCX model contains Hill’s original ABCX on the left side in gray and
extends the model to include levels of adaptation.

The researchers indicate that following severe adversity, a family may experience strains and
demands on multiple levels, which they call pile-up demands, referred to as the “aA” factor. These may
be continuations of previous hardships, new stressors related to the crisis, or consequences related to
the family’s response and coping (McCubbin and Patterson, 1983). Social support (“bB”) as an essential
resource for emotional and relational support that fosters recovery and stability. The family’s definition
and interpreted meaning (“cC”) of the situation determines their coping on a cognitive and behavioral
level and establishes a balance to the functioning of the family. The final component of the model is the
balancing of adaptation in the family (“xX”) in which the needs of each level of the ecological model has
a balance (i.e. individual members to family system, family to community, etc.; McCubbin and Patterson,
1983).
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This final factor is further explored as successful adjustment in response to the crisis. Families
facing extreme stressors find challenges in remaining static because of imposed demands and deficits of
resources and therefore, must make adjustments to their situation in order to recover and restore
balance (McCubbin and Patterson, 1983). The Family Adjustment and Adaptation Response (FAAR)
illustrates a process families cycle through in coping to ultimately lead to adjustment (see figure 2.4).
Figure 2.4
The Family Adjustment and Adaptation Response (FAAR; Patterson, 2002, p. 351)
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These three phases, avoidance, elimination, and assimilation demonstrates how families better
reconcile the imbalance they face, reconcile perspectives and resource availability, and develop a shared
orientation and create awareness, meaning, and significance (McCubbin and Patterson, 1983). The
phases may not be linear and may require repeated attempts or setbacks along the way.
Continuing the discussion, Froma Walsh (1996) initially pulled the focus of resilience, coping,
and adaptation inward to identify empowerment within the family structure itself rather than focusing
on outside resources or reliance on community support. In later works, Walsh (2003; 2006) identifies
the full ecological system as resources for nurturing resilience and reinforcing the family structure and
describes resilience as a holistic relational structure. Families are not dysfunctional, they are challenged
and have the ability and capacity to recover and thrive; all families have resilience potential and there
are endless varieties in the ways to get there, especially as families change and evolve over time (Walsh,
1996; 2003; 2006).
Both Walsh (1996; 2003; 2006) and Patterson (1991; 2002a; 2002b) developed frameworks that
identify key processes to strengthen family resilience. As families interpret events and behaviors they
are able to develop meanings that shape their identity, established norms, rituals and traditions. They
strengthen the family through transcendence and spirituality, providing hope and optimism, the
celebration of difference, and focus on potential and inspiration (Patterson, 1991; Walsh, 2003; 2006).
The processes also involve strengths in communication as they work toward open expression of feelings,
problem solve and make decisions collaboratively, focus on goals, and make use of resources (Walsh,
2006). Communication competence can also promote independence, resolve conflicts, and provide
mutual respect and support (Patterson, 1991). Families that develop strong belief systems,
communication processes, and organizational patterns are fortified with stronger abilities to develop
resilience (Walsh, 2006).
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In examining family resilience and protective factors that help to buffer against their challenges,
it can be important to examine families that have chronic stress or adversity. As previously discussed,
families with children with ASD face considerable ongoing stress due to the pile up of demands they face
with factors that continually impact the wellbeing of the family. It can be important, then, to examine
these protective factors present within families with ASD so as to understand what coping mechanisms
and healthy adaptation is needed to foster resilience. However, it should be noted that these processes
are not mutually exclusive but are often intertwined, influencing, and reinforcing (Gardiner, Masse, &
Iarocci, 2019).
Family Resilience in ASD
Understanding of resilience within families who have children with ASD is still an emerging area
of literature. Researchers have sought answers into the phenomenon of family resilience in families of
children with ASD over the past two decades. Some have investigated the full representation of the
family (Bayat, 2007; Bayat & Schuntermann, 2013; Greeff & van der Walt, 2010; Kaap & Brown, 2011),
only parents (Illias et al., 2019; Kayfitz et al., 2010); specific protective factors (Ekas et al., 2015; Halstead
et al., 2018); only on mothers (Ekas, Pruitt, & McKay, 2016; Timmons et al., 2016); or other members of
the family such as grandparents (Hillman et al., 2017) and siblings (Pilowsky et al., 2003; Rivers &
Stoneman, 2003; Rodrigue et al., 1993). Examining each member of the family and their trajectory and
processes toward resilience is important, but so is gaining insight into the relationships, strengths,
growth, and reframing that occurs within a family as they support and motivate one another continually
toward healthy adaptation.
Understanding the mechanisms involved in coping helps develop insight as to why some families
face challenges with functioning and why others are able to maintain healthy adaptation and even
become stronger (Bayat & Schuntermann, 2013; Ilias et al., 2019; Patterson, 2002a; Walsh, 1998).
Coping involves attempts to manage the influx of elevated levels of psychological distress and demands
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by using existing resources or developing new ones. Coping can also function to aid in allowing a family
to maintain balance in their adaptation (Manning et al., 2011). Families that are able to achieve that
balance between stress and capabilities allow themselves to attain their optimum level of functioning
(Manning et al., 2011). If coping is thought of as a way to counterbalance the stress and challenges a
family faces, then in respect to resilience, it has value as progress toward adaptation, as demonstrated
in the ABCX, Double ABCX, FAAR, and Family Resilience models and the identification of protective
factors.
Positive Individual and Family Coping
Examining key protective factors helps to determine how families build strength to further
develop resilience and lead to healthy adaptation. Both Walsh (1996; 2003; 2006) and Patterson (1991;
2002a; 2002b) constructed frameworks and common protective factors that indicate key processes to
strengthen family resilience. Common among those are having an optimistic and hopeful perspective,
recognizing potential, clear communication, and family cohesion (Patterson, 1991; Walsh 2003; 2006).
Openly expressing emotions, working together to problem solve, remaining flexible yet focused on
common goals, and maintaining mutual respect for a healthy relationship are also key for successful
adaptation processes (Patterson, 1991; Walsh, 2006).
Positive Perspective. One of the most prevalent areas of study among ASD family resilience
research appears to be how families and family members develop a positive approach and build
strength despite challenges they may face in their daily life (Bayat, 2007; Bayat & Schuntermann, 2013;
Black & Lobo, 2008; Brooks, 2013; Distelberg et al., 2015; Ekas et al., 2006; Ekas et al., 2015; Greeff &
van der Walt, 2010; Halsted et al., 2018; Ilias et al., 2019; Kapp & Brown, 2011; Manning et al., 2011; Sim
et al., 2019). Having a positive outlook can open up opportunities for families to improve sensitivity,
inclusiveness, and cognitive ability (Ellingsen et al., 2014). Maintaining optimism and hope can also
counter negative behavioral problems exhibited by the child due to their reciprocal nature (Ellingsen,
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2014; Lopez et al., 2019). These aspects of positive perspective allow parents to have a buffer against
the harsh aspects of reality (Greeff & van der Walt, 2010; Sim et al., 2019; Walsh, 1996), though to
continue to hold on to that optimism, it needs to be grounded in positive experiences for reinforcement
(Walsh, 2003), or the achievement of goals (Ekas et al., 2016b) and it can rise and fall as families have
different encounters and experiences (Ekas et al., 2016b). Positive perspectives were also found to
increase the amount of positive outcomes (Halsted et al., 2018). Developing positivity can also alter
perceptions of the child and appreciation for them as an individual (Manning et al., 2011; Ooi et al.,
2016; Pavlopoulou & Dimitriou, 2019; Waizbard-Bartov et al., 2019).
Growth. As families work through their daily activities, adversities, and challenges, many report
areas of growth and development of self as they cultivate patience, empathy, a greater understanding,
and appreciation for others (Bayat, 2007; Bayat & Schuntermann, 2013; Finke et al., 2019; Gardiner et
al., 2019; Illias et al., 2019; Kapp & Brown, 2011; Waizbard-Bartov et al., 2019). These identifications of
benefits and building of strengths were found in the study Illias et al. (2019) conducted in Malaysia in a
qualitative assessment of families of children with ASD. In their study, more than half of the parents
(68.2%) indicated that the attainment of knowledge about ASD helped to facilitate their own wellbeing
and self-confidence, and provided a basis upon which they could educate others about their child’s
needs and condition (Illias et al., 2019). Parents further benefited in gaining knowledge about ASD
assisted in everyday functioning, which in turn promoted a better quality of life (Kapp and Brown, 2011),
better planning (Wiliams et al., 2019) and the acquisition of new parenting skills proved beneficial and
positive that translated to other areas of life (Waizbard-Bartov et al., 2019). Additionally, the
development of agency is a way of exhibiting strength and empowerment to advocate for the best for
their child (Illias et al., 2019) and show their deep commitment to their children and their needs
(Patterson, 2002a).
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The results of one study showed improving knowledge about ASD was improved overall wellbeing and relationships. Altere and Von Kluge (2009) interviewed 26 heterosexual married couples (52
total participants) and their findings illustrate the journey toward resilience. Every couple initially denied
the ASD, found it to be a life-altering event and experienced the stages of grief, reported public stigma,
and lost support from friends and social circles. Yet, these families also consumed quantities of
knowledge about ASD, found compassion, acceptance and empathy in their new experiences and
encounters, built new support groups, and became a cohesive couple. They found that their lives vastly
improved and as a result, they found their relationships had more meaning.
Myers et al. (2009) in their qualitative study of 493 families similarly found growth and changed
perception as the respondents also described appreciation for the beauty and uniqueness of the child,
unconditional love, and appreciation for seemingly small victories and milestones. They have learned to
be more patient, have empathy and humility, determination, and understanding and some found that it
strengthened their relationship with their spouse or their spiritual life.
Family Relationships. Improvement in everyday activities can also be the result of strong
relationships within the family and quality communication. Families that have healthy relationships
based on respect, open communication and expression, shared problem solving, and mutual support are
better positioned to facilitate resilience (Ekas et al., 2015; Patterson, 1991; Roehlkepartain & Syvertsen,
2014; Waizbard-Bartov et al., 2019; Walsh, 2006) and counterbalance negative degrees of pressure and
hardship (Illias et al., 2019). Lacking support from family and friends, parents realize that they have only
one another to depend on and are responsible for the full wellbeing of their child and themselves (Sim
et al., 2019). This can lead to transformations in the relationship and is an opportunity for team building,
connectedness, joint coping, and self-nurturing (Sim et al., 2019). Gerstein et al. (2009) studied 115
parents of children with Intellectual Disabilities (ID) as part of a longitudinal study comparing typically
developing children and children with ID. Interestingly, they found that having a positive marital
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relationship provided beneficial for mothers and fathers but the parental relationship with the child did
not have beneficial impact on daily strains and stress. However, the positive strengths (optimism, coping
strategies, benefit finding, and social support) of an individual in terms of growth and experience can be
predict relationship happiness (Ekas et al., 2015).
Support should be found within the family itself in the form of cohesion among members,
working together, emotionally supporting one another, providing respect and commitment (Greeff and
van der Walt, 2010; McCubbin et al., 1980; Sim et al., 2019; Waizbard-Bartov et al., 2019). Through this
cohesion, a family can establish a balance that can promote growth and progress of individuals
(McCubbin et al., 1980; Pruitt et al., 2016) and is primarily based on the family’s ability to balance
control and trust (McCubbin and Patterson, 1983). Family celebrations and traditions can be important
to establish bonding activities, routines, and continuity (Greef and van de Walt, 2010; Kapp & Brown,
2011; Walsh, 2006). For families with ASD, working together and strengthening connections and
experiences, promoted adaptation and growth (Greef and van de Walt, 2010; Ilias et al., 2019; Sim et al.,
2019; Waizbard-Bartov et al., 2019). Additionally, having lower levels of parenting stress builds stronger
parenting relationships (Sim et al, 2017). Patterson (1991) explains that the disability strengthens family
cohesion as a natural outcome of perseverance to engage with all the aspects of ASD and the impact it
has on family life. Flexibility in the family also allows parents to better manage the child’s behavior
(Pruitt, 2016). Having emotional support has been found to ameliorate negative aspects of ASD
parenting and increase satisfaction with life (Landon et al., 2018).
Meaning Making. Happiness and fulfillment can also be the result in a deeper connection to the
spiritual and a connection to a higher power (Bayat, 2007). Enrichment in the spiritual realm or the
belief system of the family can be influential in explaining or understanding the disability (Ilias et al.,
2019; Sim et al., 2019). Additionally, families more engaged with their spirituality were found to have
decreased levels of hardship as found by Manning et al, (2011) in their quantitative study of 195 racially
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diverse families with children with ASD in the United States. The focus of spirituality can also involve
deep connections to other areas of fulfillment such as nature, music, or creativity (Gardiner et al., 2019;
Walsh, 2003) or other existential or social-emotional connection (Waizbard-Bartov et al., 2019). A family
will have shared beliefs, values, and traditions, which can put their experience into the broader context
of life so they can make sense of it. Within the context of their faith or values, families compose and
recompose their conceptions of how meaning can be made of their situation in order to adapt
(Patterson, 2002a; Waizbard-Bartov et al., 2019; Walsh, 2006). The ability of a family to make meaning
can be an influential factor for coping, adaptation, finding balance, and achieving resilience (Bayat &
Schuntermann, 2013).
Meaning making can also be conceived through hopes for a fulfilled future. Finke et al. (2019)
found that parents expressed hope for the child’s happiness, independence, and growth in skill
development. Their perceptions and views of the child as a whole person and desire for their good
quality of life demonstrates how their own perspectives generate meaning and fulfillment in the context
of their experience. Used as a protective factor, hope provides a positive perspective that leads to
authentic growth and fulfillment and helps to moderate risk factors.
An added protective factor that resilient families engage with is the concept of reframing the
situation as a result of acceptance and making meaning. It involves seeing the child and the disability as
a strength and celebrates their unique differences as adding positive benefit to the family and to the life
of the individual. When parents describe their children as gifts or blessings and they recognize and
appreciate the uniqueness of the child, it results in increased optimism and strengthened their resolve
and determination to persevere (Ilias et al., 2019; Myers et al. (2009); Waizbard-Bartov et al., 2019).
Kapp and Brown (2011) describe this thought reframing as a way of normalizing their experience so that
there is a context. Parents found that through their own experiences with their ASD child, they
developed growth in their acceptance and appreciation of difference in their children and others. This
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opened them emotionally and connected them to the uniqueness of their child and creates an intimate
parent-child bond beyond a normal connection (Waizbard-Bartov et al., 2019). Ultimately, this level of
appreciation of the disability and altering of perspective provides balance, while still acknowledging the
struggle and circumstance, and is an additional area of growth.
Additional Protective Factors. As previously discussed, one of the most important protective
factors can be the support a family receives from extended family, friends, the community, or support
groups (Black & Lobo, 2008; Jackson et al., 2018; Johnson & Simpson, 2013; Patterson, 1991; Tint &
Weiss, 2016). Having the connection and availability of support networks can foster growth in positive
affect, psychological wellbeing, overall increased life satisfaction (Ekas et al., 2010) and to feel
understood and connected (Jackson et al., 2018). Ilias and colleagues (2019) conducted a qualitative
study based on constructive grounded theory of parents of children with ASD in Malaysia. They found
that the majority of parents thought social engagement provided opportunity to work with parents in
similar circumstances, which in turn aided in fostering their resilience. Parents gain an opportunity to
engage and learn from other parents to share resources and strategies so that they may feel
empowered themselves (Jackson et al., 2018) and help to empower others (Waizbard-Bartov et al.,
2019).
The study conducted by Woodgate et al., (2008) explored the phenomenological experiences by
16 families (including 5 couples) and the establishment of family cohesion and trust. The parents were
committed and focused on their child’s world but recognized that a healthy balance with other life
aspects was necessary. They maintained a strong sense of self and family, learned from their child, and
celebrated achievements and milestones to cultivate hope and support. Similarly, Neely-Barnes, et al.
(2011) conducted focus groups of 11 parents (unrelated to each other) and the participants described
how they viewed the positives in their children, seeing their strengths, and recognizing them in ways
that others overlooked.
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There have been limited studies that have focused and acceptance in connection to coping,
adaptation, and resilience of families with children with ASD. As resilience studies have largely focused
on overcoming individual psychopathology and the negative impacts of stress involved in ASD families, it
is necessary that ASD family studies examine positive adaptation so as to examine successful outcomes,
rather than negative ones. This positive perspective has important implications on how families with
ASD view their child and their family functioning overall, how service providers and others in that ASD
community view and promote healthy adaptation, and how researchers can work to foster positive
engagement and viewpoints about ASD in the overall society. Research should, therefore, focus on the
celebration of difference and the individual. For example, the study conducted by Myers et al., (2009)
surveyed 493 individuals about their child’s impact on their life and their family. Responses included an
appreciation for the beauty and uniqueness of the child, unconditional love, and appreciation for
seemingly small victories and milestones. They have learned to be more patient, have empathy and
humility, determination, and have strengthened their relationship with their spouse or spiritual life.
Despite the challenges parents face, they appreciate the joy in raising their child and celebrate their
unique qualities responding with unconditional love and affection (Broady et al., 2017; Ooi et al., 2016).
Studies of this nature provide acknowledgement of the child as a human and recognition of the
best qualities of individuals with ASD and those that love them. Utilizing the frameworks established by
family resilience researchers, identification of protective factors that further promote positive
adaptation and coping as well as perceptions and celebration of the child are necessary.
Acknowledgement and recognition of the difference in a way that appreciates and affirms the strength
of the family through cherishing the unique contributions of every member of the family is necessary for
positive resilience. Cherishing the difference of difference, as examined through comprehensive lens of
coping, adaptation, and resilience, can foster and promote the celebration of the child and allow the
family to reclaim joy.
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Conclusion
Families can be complex entities. Every family has its share of healthy function and dysfunction
as individuals learn to create their own identities and narratives across the life course and in doing so
are raised in family environments that build relationships and mechanisms of support with their loved
ones. Each individual has its own developmental level, emotional coping, cognitive awareness, and
psychological motivation. These all interplay as the family unit interacts within itself and across the
broader ecological perspective. They each have their own role in the family which also determines they
type of interaction and method of communication.
Families build strength in their cohesion and functioning together. There is a shared history,
common traditions, and customs which separate their experiences from other families and individuals
and strengthen them as a unit (Bayat & Schuntermann, 2013). Their intimate understanding of one
another enhances their relationship with one another and builds a shared identity as a family unit.
Developing a better understanding of the protective factors that can help foster coping,
adaptation, and resilience in ASD families can prove beneficial for their individual pathology as well as
the cohesion, strength, and functioning of the family overall. This review of literature provides a
rationale for research to understand the healthy adaptation, coping, and perceptions that lead to
resilience in families with a child with ASD that foster the celebration of the child. In examining the
factors that emerge as common determinants for healthy adaptation and coping mechanisms,
investigating how families make meaning and ultimately reframe their perspective of ASD and its impact
on the family, and exploring variable factors within the family dynamic, this study examined determining
elements of reclaiming joy in the celebration of the child.
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Chapter III. Methodology
Overview
In this chapter, the details of the methods conducted for a study on resilience contributors in
families with children with autism is discussed and outlined. First, the goals and research questions are
explained, which were used to guide the study. Then, the design of the study as a convergent mixedmethods design is described and clarified. Third, population and procedures are described.
Goals and Research Questions
This study used a convergent mixed-methods study design to investigate the family
relationships, positive perspective, growth, and meaning development within a population of families
with children with autism. The purpose of this research was to understand the healthy adaptation,
coping, and perceptions that lead to resilience in families with a child with ASD that foster the
celebration of the child. There are relatively few studies that take the findings of the researchers of
family resilience in ASD and compare it to the frameworks established by McCubbin (1979; 1980; 1983;
1988; 1997), Patterson (1991, 2002a; 2002b), and Walsh (1996; 2003; 2006). These frameworks were
guideposts for establishing empirically based structure and context to create new identifiers of
resilience in families as they specifically relate to the relational, organizational, advocacy, and purposeful
needs of these families. Combining the work of Walsh (communication, organization, and relationship
building), the studies of Patterson (collaboration, cohesiveness, flexibility, balance; 1991; 2002a; 2002b),
Bayat (meaning making, affirming strength and positive viewpoint; 2007), and Ekas (relationship
satisfaction and hope; 2010; 2016b), this research focused on understanding family adaptation through
this comprehensive lens.
Additionally, there is a lack of literature focused on perspective of the disability combined with
healthy perceptions of the child with ASD by the family. Though related to meaning making, the concept
of celebration goes beyond acknowledgement that the disability may have a positive significance in the
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family life, but seeks to honor the difference in a way that cherishes the characteristics of the child and
their unique contributions. It reclaims the joy inherent in children and reestablishes the balance that the
family initially celebrated at the child’s birth. The purpose of this research was to understand the
healthy adaptation, coping, and perceptions that lead to resilience in families with a child with ASD, that
in turn foster the celebration of the child.
Research Questions
With this background, this study was guided by two research questions:
1. What is the association between positive perspective, growth, family relationships, and meaning
making among families with children with ASD?
2. What meaning do families with children with ASD make of their lives and experiences in the
context of autism?
The research questions were answered through both closed-ended and open-ended questions in an
online questionnaire. Questions reflect four central themes in family resilience studies for autism: family
relationships, growth, positive perspective, and meaning making. The first question was answered by
the first part of the online questionnaire in determining if there was a relationship between each of the
four variables and then in comparison to the open-ended questions modeled on the same variables. The
second question was explored through the responses to open-ended questions and responses
identifying the degree to which families express their coping and adaptation skills, the outlook on their
family life, and their recognition of the child and the disability. Additionally, a qualitative analysis of
themes expressed in the open-ended questions determined if families express the meaning they have
made of the disability, learning and adapting with the acquisition of new skills and outlooks, viewing
positively or optimistically their situation, and strengthened family relations and cohesion. Each of the
responses were analyzed to determine if these themes are expressed to a degree that they indicate
resilience in the family through successful coping, adaptation, and perception.
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In addition to the four areas above (positive perspective, growth, family relationships, and
meaning making), an additional five questions were added as mitigating variables to demonstrate the
risk factors the family faced simultaneously. The literature shows that families who have a child with
autism experience extreme stress (Altere & Von Kluge, 2009; Bendixen, 2011; Davis & Carter, 2008; Ekas
& Whitman, 2011; Nealy et al, 2012; Rivard, 2014), face financial challenges (Frye, 2015; Harper et al,
2013; Nealy, 2012; Tint & Weiss, 2016), encounter difficulties with social engagement and connection to
others (Altere & Von Kluge, 2009; Bekhet et al, 2012; Bonis, 2016; Burrel et al, 2017; Dabrowska &
Pisula, 2010; Ekas, Ghilain, Pruitt, Celimli, Gutierrez, & Alessandri, 2016; Ekas, Pruitt, & McKay, 2016;
Gray, 1993; Gray, 2002; Gray 2006; Harper 2013; Johnson & Simpson, 2013; Myers et al, 2009; Nealy et
al, 2012; Tint & Weiss, 2016; Woodgate & Ateah, 2008), can be overwhelming (Bekhet et al, 2012;
Bendixen et al, 2011; Bonis, 2016; Burrell, 2017; Myers et al, 2009; Tint & Weiss, 2016) and experience
strains on personal relationships (Bekhet et al, 2012; Bendixen et al, 2011; Bonis, 2016; Frye, 2015;
Johnson & Simpson, 2013; Myers et al, 2009; Nealy et al, 2012; Ramisch et al, 2014; Smith & Elder, 2010;
Tint & Weiss, 2016). Because this is so prevalent in the literature, these areas have a tendency to be
significantly influential to the four areas examined in this study. Therefore, the additional stress related
questions were added to the survey to examine if the negative areas could be identifiers to explain
challenges to resilience. In these cases, the negative impacts have potential to overpower any positive
protective factors and indicate a different outcome. Thus, examination of the combination of the four
factors and the stress impact identified the components of the hypothesis for this study, indicated
below and in Table 3.1.
Hypotheses
H1. There is an association between positive perspective and growth.
H2. There is an association between positive perspective and family relationships.
H3. There is an association between positive perspective and meaning making.
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H4. There is an association between growth and family relationships.
H5. There is an association between growth and meaning making.
H6. There is an association between family relationships and meaning making.
Table 3.1
Description of Variables, Scaling, and Statistics by Hypothesis

Hypothesis
H1
H2
H3
H4
H5
H6

Variable 1
Positive Perspective
Positive Perspective
Positive Perspective
Growth
Growth
Family Relationships

Variable 2
Growth
Family Relationships
Meaning Making
Family Relationships
Meaning Making
Meaning Making

Level of Scale
Interval/Interval
Interval/Interval
Interval/Interval
Interval/Interval
Interval/Interval
Interval/Interval

Statistics
Regression
Regression
Regression
Regression
Regression
Regression

Mixed-Methods Research
This study employed a convergent mixed-methods design. This design combined both a
quantitative (closed-ended) and qualitative (open-ended) format that was concurrently administered
through an online survey questionnaire. This method utilizes the strengths of both types of data
collection (Creswell, 2014; Fetters et al., 2013; Creswell & Plano-Clark, 2007; Johnson & Onwugebuzie,
2004) and offers a more complete picture by combining and coupling data (Creswell & Plano-Clark,
2007). It also minimizes limitations of each data type and is important in the field of educational
research (Johnson & Onwugebuzie, 2004). Among those strengths are the use of empirical evidence to
support research inquiry and also provide the most inclusive way to fully pursue answers to research
questions by using different approaches and strategies (Johnson & Onwugebuzie, 2004). The
quantitative data can be assessed by comparison to the qualitative data, and vice-versa. (Fetters et al.,
2013). The use of mixed-methods research is beneficial in conducting studies on quality of life in that
they capture the subtle complexities expressed by the participants (Klassen et al., 2012).
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This study examined how resilience is manifested and displayed in families of children with ASD.
It used an integrated mixed-methods design in which different but convergent data were collected
concurrently, and then analyzed separately (Creswell, 2014). Parallel variables were used in each type of
collection and compared the results to determine if they agreed or disagreed (Creswell, 2014). With a
convergent design the data are integrated together and then presented in either a side-by-side
comparison, merged format, or joint display to indicate the correlations and relations of quantitative
verses qualitative collection (Creswell, 2014). This study was conducted through a concurrent online
questionnaire with closed-ended and open-ended questions. The majority of the questions were
quantitative and additional questions were asked for a qualitative assessment, thus the emphasis placed
quantitative as the dominant status (see Figure 3.1).
Figure 3.1
Illustration of Mixed-Methods Study with Concurrent Design and an Emphasis on Quantitative Data

In this study, a questionnaire was created to measure the relationship between factors (family
relationships, growth, positive perspectives, and meaning making) and the development of resilience.
Concurrent with this data collection, qualitative open-ended questions explored the same factors for the
same group of participants. This mixed-methods design coupled together the strengths of both forms of
research to compare results and better understand the influence of each factor on resilience
development (Creswell, 2014). Integration of data, the process where the quantitative and qualitative
data intersect, occurred in this study at the point of data collection (Creswell, 2015).
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A mixed-methods study design was selected because it allowed for both collection through a
broad sample of statistical data and incorporated detailed explanations of individual experiences and
perspectives. The purpose of this research was to understand the healthy adaptation, coping, and
perceptions that led to resilience in families with a child with ASD, which in turn may foster the
celebration of the child. A mixed method design provided additional insight into the lives of families,
how they viewed their child’s developmental difference, and what it meant to their family. By combining
both quantitative and qualitative, it provided a richer understanding of the individual and the collective
(Creswell & Plano-Clark, 2007) as a way to illustrate and understand the relationship between the
factors (family relationship, growth, positive perspective, and meaning making) and development of
resilience.
Survey Research Methods
Closed-ended data through quantitative collection allows statistical analysis to provide answers
to research questions (Creswell & Plano-Clark, 2007). Quantitative data allowed for the collection of
data from participants at multiple locations and allowed for convenience sampling in the forms of
making the measurement instrument available online (Creswell & Plano-Clark, 2007). Qualitative data
allowed for a richer, more complex understanding of a phenomenon and experiences. It also allows for
larger patterns or themes to emerge through the analysis of collected data.
Facebook as a tool for conducting convenience sampling was ideal for this survey because it
allowed immediate access for thousands of individuals. It provided an avenue for targeted distribution
through groups, which individuals self-selected into (Roberts, 2014). Bhutta’s research utilizing
Facebook groups included over 4000 participants collected in under one month after sharing the
research recruitment with 200 individuals in her personal network and through 50 Facebook groups
(Bhutta, 2012; Roberts, 2014).
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Utilizing the same social media platform, this survey aimed to reach a broad range of individuals
and a sizeable sample size. Because this study did not seek to limit participation to individuals in the
United States, using an online survey method was the most appropriate method for this study. Through
Facebook groups, convenience sampling, and reaching out to professional networks and service
providers, a large variety from worldwide locations was possible.
Strengths of Survey Research
Survey methods through online questionnaire requires participants to type in their responses,
eliminating the need for transcription of data (Roberts, 2014). Online submission of data made results
immediately available (Roberts, 2014) and early views of the data identified any possible problems with
the survey and allowed for immediate adjustments (Bhutta, 2012). Online surveys are easier to access
and complete than traditional paper surveys or in person interviews, shortens the timeline for data
collection, and reduces costs affecting researchers (Couper & Miller, 2008). Qualitative survey research
through online means provide access to a greater number of participants while collecting data that is
objective, systematic, and structured (Queiros, et al., 2017).
Limitations of survey methods are that there is less flexibility in exploring the topic in depth as
well as restrictions in understanding the dimensions and context of the problem (Queiros et al., 2017).
The researcher is distant and does not establish a relationship with the participants. In this study,
challenges to the administration of the survey include having a single member of the family respond on
behalf of the entire group, which is subjective and may not be accurate in capturing multiple viewpoints
or attitudes. Additionally, it reflects that individual’s mindset at a given moment, which could
misrepresent the overall feelings and perspectives of the family.
Development of Instrument Used
The instrument used for this research study was developed for this study. A variety of other
instruments and scales were examined and consulted but none included questions that contained three

61
main areas of measurement, namely, resilience, families, and autism. As a result, the Family Resilience
Scale – Families with Autism Measurement (FRS-FAM) was developed. It includes 25 Likert scale (5-1
range) questions, 4 open-ended qualitative questions and 15 demographic questions. The full list of
questions are included in Appendix B. Each of the questions drew from existing literature to further
explore such themes as appreciation of difference (Myers et al., 2009; Waizbard-Bartov et al., 2019),
normalizing adversity (Walsh, 1996; 2003), recognition of the child as a whole person (Finke et al, 2019),
unconditional love (Broady et al., 2017; Ooi et al., 2016), appreciating uniqueness (Illias, et al., 2019;
Myers et al., 2009), agency development (Illias, et al., 2019; Patterson, 2002a), positive outlook (Bayat,
2007; Walsh, 1996), supportive relationships (Patterson, 1991), family problem solving (McCubbin &
Peterson, 1983), and spirituality (Bayat, 2007; Walsh, 2003). Additionally, the survey was tested for
reliability through a measure of internal consistency. Cronbach’s alpha provides a conservative estimate
for reliability (Salkind, 2010). The results of this test are included in chapter 4.
Population
Current prevalence rates for ASD diagnosis is 1 in 59 (Centers for Disease Control, 2018). In the
United States, this places the estimated affected population at over 3 million children (The Autism
Community in Action, 2019). Assuming each child has two biological parents and accounting for
additional circumstances where children may have multiple parents or caregivers (step-parents,
adoptive families, etc.) the estimated number of parents of children with autism, the number of
biological parents may well exceed 6-7 million individuals, though this estimate does not account for
non-traditional or non-nuclear families. It is from this population that this study aimed to identify a
sample population through various recruitment avenues. Facebook groups specifically for individuals
who are parents of children with ASD provided one venue for access.

62
Parents of Children with ASD Community of Facebook
There is a large community of individuals with ASD and their parents online. Facebook alone has groups
for parents of children with autism with membership that reaches above 400,000, with a single group
including as many as 85,000. Every day new groups are added that cater to a variety of needs, from
“Autism Supermoms”, to “I Love My Autistic Spouse” to “Embracing Autism” to “Autism With a Side of
Fries.” There are groups for individuals with autism, parent groups, grandparent groups, sibling groups,
and a multitude of other configurations that identifies a connection or interest area. There is almost an
endless variety in the nuances of virtual gathering for those seeking connection, support, information, or
help. Groups may be led by neurotypical allies or advocates or by individuals with autism.
Group membership can be hyperlocal or worldwide. Many groups are closed communities and
require answering a series of questions for admission, usually requiring identification of the connection
to autism and acknowledgement of the rules. The rules for individual groups vary but commonly
prohibit advertisement, profanity, and disrespect. Some have rules that prohibit discussion topics on
areas that may be contentious or polarizing like religion, politics, vaccines, particular therapies (ABA),
search for a “cure”, functioning labels (high functioning, mild, severe), alternative therapies (CBD oil,
restrictive diets), or victim mentality. They encourage support and respect for one another, the sharing
of experiences, photos, videos, and the building of community.
The use of Facebook as a recruiting tool for convenience sampling for research has increased
(Bhutta, 2012; Roberts, 2014). As the world’s largest platform for social media, it is used by 68% of
Americans and 71-74% of users in the US access it daily (Chen, 2019; Cooper, 2019). An estimated 200
million individuals are members of groups that provide community (Cooper, 2019). Those using
Facebook overwhelmingly access it on a mobile device, up to 96% of users (Chen, 2019). Bartholomew,
et al, 2012) studied parents’ usage of Facebook as they became new parents. Part of a longitudinal
study, they studied 154 mothers and 150 fathers in a mixed-method sequential survey about their

63
Facebook use and adjustment to parenthood. They found that using Facebook plays a central role in the
transition as a way to gain social capital and greater satisfaction in parenting (Bartholomew et al, 2012).
These factors illustrate the reasoning that Facebook was chosen as the primary method for distribution
of this study.
Sample Frame and Sampling
Sampling refers to the way in which participants are selected and the strategies used in each of
the quantitative and qualitative designs (Creswell, 2015). The sample frame identifies those individuals
that have a chance of being selected as participants (Fowler, 2014). This study included a nonprobability sampling frame. Convenience sampling was the sampling method used for this study. In this
method, the researcher solicits responses from willing participants that are available when the
researcher makes the survey available (Salkind, 2010) and is at the convenience of the researcher. The
strengths of this method are the accessibility of samples and the weakness is that the findings may not
be generalizable to other settings (Salkind, 2010), although generalizability was not the aim of this study.
Convenience sampling may not represent the target group unless demonstrated otherwise by statistical
methods (Fink, 2005).
Convenience Sampling
Convenience sampling involves contacting a small subset of the target population and
requesting that those individuals invite others to participate, who in turn may invite others, and so on
(Bhutta, 2012; Roberts, 2014). Convenience sampling is useful in that it can reach individuals or groups
that may be underrepresented through standard sampling methods (Roberts, 2014). It also provided
access to individuals who were otherwise unreachable due to access or regular promotion and
distribution (Roberts, 2014). It is cost effective in that it required little to no cost, especially when
exclusively using email or social media (Roberts, 2014). In this study emails were sent to individuals in
my network to redistribute information about the survey to their networks with the aim of reaching
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parents of children with autism. Individuals did not need to provide any information to me about who
they reach out to but to simply passed along the email invitation, social media post, or link to the survey
info and questionnaire. This recruitment through snowball sampling, a part of convenience sampling,
provided additional reach out to individuals who may not be represented on Facebook in groups, with
an aim of extending to individuals from diverse racial and ethnic groups, often underrepresented in the
literature about families with children with ASD.
Participants
Participants whose surveys were analyzed were 333 parents who had a child with ASD.
Participants were English speaking, at least 18 years old, had to have access to the internet, and have a
child with an autism diagnosis, ASD, or Asperger’s. The survey was in English and was only available on
the internet. Because the goal of the study was to measure and analyze resilience of families of children
with autism, to have a diagnosis was necessary. To participate in the study, at least two years must have
lapsed since the autism diagnosis to provide space for parents to come to terms with the diagnosis and
adapt to a lifestyle under the diagnosis. The literature on families with children with ASD indicates that
the period directly after diagnosis is especially stressful for families and may be the period in which a
family would be least likely to show indicators of resilience. Allowing for two years to pass since
diagnosis provided a buffer of time in which families may have established coping mechanisms and
adaptation and may begin to show evidence of healthy quality of life and resilience. Families must have
consisted of at least two individuals, including one child with an autism diagnosis. Only one member of
the family was to complete the questionnaire to avoid duplication of responses. Families who had more
than one child with ASD were asked to respond to questions about only one child in their families in
mind. No compensation or incentives were provided to participants.
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Exclusion
Individuals who were members of the Facebook group or found their way to the survey through
references or convenience sampling but were not ineligible to participate because they did not meet the
criteria were excluded. Individuals who did not have a diagnosis of ASD, autism disorder, or Asperger’s
or had not had the diagnosis for at least two years, were also excluded from the study. Because the
questionnaire was only available in English, individuals who did not speak English were also excluded.
Individuals needed to be at least 18 years old so that they were legally of age to provide consent and
individuals younger than 18 were not eligible. This information was listed on the informed consent and
they acknowledged that they met the criteria before participating.
Participant Demographics
A total of 498 responses were collected by Qualtrics. Among that number were 164 responses
that were blank. It is presumed that these are individuals that viewed the information sheet, examined
the criteria, and chose not to proceed on to the questionnaire. The questions on the survey were not
displayed to these individuals and their blank responses were removed from the assessment. In
reviewing the responses, one individual was identified as not meeting these criteria, even though they
submitted a response. This response and all blank responses were removed from the assessment.
However, assignment of identification numbers continued to reflect 498 responses throughout data
analysis purely for means of identification. Due to convenience sampling and promotion to Facebook,
the number of individuals that viewed or received the survey is unknown and therefore an accurate
measurement of response rate is unavailable.
Furthermore, there were some individuals who chose not to answer closed-ended questions,
but these did not exceed more than one question per respondent, and their full responses were
included. A total of 15 opted not to respond to the qualitative, open-ended questions, or to supply
various demographic information. All respondents who completed the Likert scale questions were
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included in the quantitative assessment, regardless of their participation in the open-ended or
demographic questions. The total number of respondents, given the above inclusion and exclusion
explanations, identified 333 participants as appropriate for inclusion and assessment in the quantitative
analysis. Demographic information for parents and families are included in Table 3.2. Following the table
are additional details about select demographics.
Table 3.2
Demographic Details of Parents/Families
Variable
Parent Gender

n

%

Variable

n

%

Some HS/HS diploma
Some college
Associate’s degree
Bachelor’s degree
Master’s degree
Doctorate
Number of ASD in Family
1 individual
2 individuals
3 individuals
4 individuals or more
Number of children in family
1 child
2 children
3 children
4 or more children
Race
Black
Asian-American
Latinx
Multiracial
Native Am./Alaskan Native
White
Non-US Resident
Faith
Organized Religion, Christian
Organized Religion, Non-Christian
Spiritual, General
Non-Belief or Other

22
61
34
99
78
24

6.9
19.2
10.7
31.1
24.5
7.5

63
132
75
48

19.8
41.5
22.6
15.1

261
45
6
3

82.9
14.3
1.9
1.0

11
7
20
5
2
227
29

3.7
2.3
6.6
1.7
.7
75.4
9.6

192
19
10
77

64.4
6.4
3.4
25.8

Education

Female
Male
Non-Binary

303
13
1

95.6
4.1
.3

26-34
35-44
45-54
55 and over
Relationship
Biological parent
Step-parent
Adoptive parent
Grandparent
Marital Status
Never married
Cohabitating
Married
Divorced
Remarried
Widowed
Location
Eastern US
Central US
Mountain US
Pacific US
Canada
Europe
Africa
Asia
Australia

38
128
102
44

12.2
41.0
32.7
14.1

300
1
10
7

94.3
.3
3.1
2.2

20
14
137
34
7
3

8.9
6.3
61.2
19.2
3.1
1.3

108
109
11
35
8
15
2
1
5

36.7
37.1
3.7
11.9
2.7
5.1
.7
.3
1.7

Parent Age
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Parent Gender. Respondents were overwhelmingly female (n=303; 91%) compared to male
(n=13; 3.9%). All of the male participants were parents of male children and were primarily biological
fathers (n=12; 92.3%). More than half of male parents were White (n=9; 75%), Christian (n=8; 61.5%)
and indicated their child has Level 3 ASD (n=7; 53.8%). The males were generally older too, with a Mean
age of 50, compared to a Mean of 44 for females.
Parent Age. Individuals responding were largely between 31 years and 50 years old (n=215;
69%) or older, ranging from 51 years to 60 years (n=61; 20%). The younger parents (under 31) had
children under the age of 9. White respondents tended to be over age 40 (71%; n=159). Similarly,
respondents from other countries tended to be older parents, above age 40 (68%; n=19).
Relationship. Participants were offered a choice of selecting biological parent, stepparent,
adoptive parent or grandparent as their relationship with the child with ASD. Of the 318 individuals that
responded to this question, 301identified as biological parents (90%). Among the respondents, only one
step-parent (.3%), ten adoptive parents (2.7%), and 7 grandparents (2.1%) participated.
Marital Status. The majority of the participants aged 35-44 were married (n=127; 40.8%) and so
were middle age participants aged 45-54 (n=102; 32.8%). Unmarried or cohabitating parents were more
likely to be under age 44 (n=25; 73.5%) and though only a small portion of respondents were remarried
(n=7; .02%) they were more likely to be over age 40 (n=6; 85.7%). Divorced participants were evenly
represented between the under 40 and over 40 age sets.
Participants who were cohabitating or not married more frequently had two individuals in the
family with ASD (44%; n=15) or 3 individuals (32%; n=11). A similar pattern occurs for divorced,
remarried, or widowed parents with two individuals (41%; n=15) and three individuals (30%; n=11). All
participants that had four individuals or more with ASD in their family were likely to be married (85%;
n=40).
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Location of the Participants. Location was an open text field and individuals were asked to
indicate their general geographic location. Answers varied widely from precise neighborhoods to whole
countries. An aggregate was made of the data and distilled down to four regions of the United States
following the time zones (i.e. Eastern US, Central US, Mountain US, and Western US). A response from
Puerto Rico was included in the Eastern US category. Responses from other countries were assigned to
general geographic areas, countries, or continents (i.e. Canada, Europe, Asia, Africa, Australia). Along
these categories, responses were nearly equal between Eastern US (n=108; 32.4%) and Central US
(n=109; 32.7%).
Education. Small percentages of participants had doctorate degrees (7.2%; n=24) and equally a
small percentage had a high school diploma or some high school (n=22; 6.6%). The majority of
respondents had a bachelor’s degree (n=99; 29.7%) or a master’s degree (n=78; 23.4%). Most of those
with a bachelor’s degree were over the age of 40 (n=63; 66%) and the majority of those with a master’s
degree were over age 40 (n=66; 87%).
Race. Participants were asked about their race and allowed to enter information in an open text
field. To aggregate data, decisions were made to create categorical data from the responses. Broad
categories were established, revealing participants that were predominantly White (n=227; 75.4%), and
a smaller percentage were Black (n=11; 3.7%), Latinx (n=20; 6.6%), Asian American (n=7; 2.3%),
Multiracial (n=5; 1.7%), or Native American or Alaskan Native (n=2; .7%). Individuals that identified their
location as outside the United States were not assigned a racial category and instead labeled as Non-US
residents (n=29; 8.7%).
Black participants primarily identified as Christian (n=9; 90%), biological parents (n=11; 100%),
married (n=5; 45.5%) or never married (n=3; 27.3%), mothers (n=11; 100%), lived in Central US (n=7;
63.6%), and are college educated with an associate’s degree or higher (n=8; 72.7%). Children received

69
their ASD diagnosis between the ages of one to six with a low majority diagnosed by age two (n=5;
45.4%). The majority indicated Level 1 severity (n=5; 45.5%) or Level 3 severity (n=4; 36.4%).
All Latinx respondents had only one child in the family, were primarily Christian (n=16; 84.2%),
biological parents (n=17; 85%), married (n=13; 65%), mothers (n=19; 95%), live in Eastern US (n=8;
47.1%) or Central US (39%). They are generally college educated with some college experience or higher
(n=19; 95%) with the upper 30% having a masters or doctorate degree. Diagnosis age ranged from one
year old to 11 years old, with the majority receiving their diagnosis by the age of three (n=12; 60%).
Severity was predominantly Level 1 (n=11; 55%).
Participants identifying as White mostly reported Christian faith (n=148; 66.7%) though many
also indicated they do not subscribe to a faith or are not spiritual (n=52; 23.4%). Additionally, they
showed the largest representation of children with Intellectual Disability (89%; n=42). The majority of
doctorates were earned by Whites (73%; n=16).
Faith. In the present study most individuals identified as affiliated with traditional Christian
religions (n=192; 57.7%) and smaller representation by non-Christian religions such as Judaism,
Hinduism, or Buddhism (n=29; 8.7%), indicated general spirituality (i.e. “I have faith!” or “relationship
with Jesus” or “omniest”) (3%), or declared no religion, atheist, or agnostic (n=77; 23.1%).
All participants subscribing to non-Christian faiths had college experience and most (n=20;
68.9%) have earned a bachelor’s degree or higher. They also tended to be married (n=23; 79.3%) and be
slightly older than the general sample with a range of 37 years to 66 years.
Child Demographics
Table 3.3 illustrates the descriptive statistics related to the children in the sample. Additional
details for the select categories follow the table.
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Table 3.3
Demographic Details of Children
Variable
Child’s Gender

n

Female 63
Male 249
Non-Binary 2

%
20.1
79.3
.6

Child’s Age
3 years – 7 years
8 years – 12 years
13 years – 17 years
18 years – 22 years

81
87
75
18

27.4
29.1
25.1
6.0

23 years and above

37

12.4

Mild-Level 1 136
Moderate-Level 2 91
Severe-Level 3 86

43.5
29.1
27.5

Severity

Variable
Diagnosis Age
1 year – 3 years
4 years – 6 years
7 years – 9 years
10 years and above
Comorbidity
ADHD
Learning Disability
Sensory Processing
Disorder
Intellectual Disability
Other

n

%

178
73
38
27

56.3
23.1
12.0
8.5

80
13
67

30
4.9
25.2

49
57

18.4
21.4

Child Gender. The majority of participants had male children (n=249; 74.8%) so analysis of
female children may highlight differences between the groups. However, it should be noted that of the
63 females, 50% received their ASD diagnosis after age four (n=31) and 14.5% were after age 10 (n=9).
As many as 42.5% of males (n=106) received a diagnosis after age four and only 6.8% after age 10
(n=17). Boys were more likely to receive an ADHD diagnosis (n=66; 31.3%) compared to girls (n=13;
26%), though girls showed more Sensory Processing Disorder (n=17; 34%) compared to boys (n=47;
22.3%).
Child Age. The youngest group of children, ages three to 12, were majority male (n=60; 75.9%).
Sensory Processing Disorder was present in 25 of this age group (44.6%) and their severity was nearly
equal with Level 1 (n=32; 41%) and Level 2 (n=31; 39.7). Children over age 25 naturally tended to have
parents that were older, with the largest age disparity (indicating maternal age at time of birth) being 44
years. Older children had a higher occurrence of diagnosis of Level 2 (n=16; 43.2%), compared to Level 1
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(n=7; 18.9%), or Level 3 (n=14; 37.8%). Similarly, the majority of older children had a comorbidity of ID
(n=16; 47.1%) and more frequently had a sibling (n=19; 51.4%).
Severity. The majority of respondents indicated having a child with Level 1 severity (n=136; 43%)
which is at the high functioning ability. The remaining responses were divided between Level 2 (n=91;
29%) and Level 3 (n=86; 27%). There were less girls identified with Level 3 severity (n=13; 15%) than with
Level 1 (n=29; 21%) or Level 2 (n=19; 21%).
As anticipated, the greater the severity meant the earlier diagnosis. Those with Level 3 severity
more frequently indicated receiving a diagnosis by age 12 (n=38; 44.7%), though a smaller than expected
reported diagnosis by age three (n=15; 17.6%). However, the majority of those with Level 2 severity
were diagnosed by age twelve (n=50; 55%) and in a greater number by age three compared to Level 3
(n=31; 34.1%). Those with Level 1 were identified in a similar manner before age twelve (n=77; 57%).
Age at Diagnosis. The overall Mean age of diagnosis was 4.38 years (SD: 3.173). Children
diagnosed before age three were in the slight majority (56%; n=178), compared to diagnosis after age
three (44%; n=138). There was no difference in the age of diagnosis in relation to families having
multiple individuals with ASD in the family.
Compared to children diagnosed early, those with a later diagnosis were more likely to have an
additional diagnosis of ADHD (45%; n=53) compared to those diagnosed before age three (18%; n=18).
Those identified before age three were more likely to also have an ID (26%; n=38) contrasted to a later
diagnosis (9%; n=11). Additionally, those living outside the US were more likely to receive a diagnosis
after the age of 3 (16%; n=20), compared to a diagnosis before the age of three (5%; n=8).
Comorbidity. Respondents indicated a high number of children with comorbid conditions in
addition to ASD. Specifically, ADHD (n=80; 24%), SPD (n=67; 20.1%), and ID (n=49; 14.7%). A number of
individuals also selected “other” as a category (n=70; 21%) but it is unclear as to if this represented to
them an additional unlisted condition or of it represented to them a non-choice of additional condition.
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Those with ID were highly likely to be diagnosed before age three (n=38; 77.6%) as were those
with SPD (n=42; 64.6%). Those identified with ADHD had a more even distribution of diagnosis age
between the groupings of ages birth to three (n=26; 33.8%), ages four to six (n=24; 30%), and ages seven
to nine (n=16; 20%). Additionally, individuals with SPD were more likely among female children (n=17;
26.6%) than male, compared with ratios of other conditions (ADHD female n=16; 16.3%; ID female n=4;
8.2%).
Similarly, the results reflecting identification of comorbidity was as expected. Children with Level
1 severity showed greater likelihood for having ADHD (n=53; 47.3%), compared to Level 3 (n=7; 9.3%).
However, those with Level 3 were more liable to have ID (n=36; 48%). Sensory Processing Disorder and
Learning Disability rates were similar across all levels.
Procedures
The research study was submitted under exempt status to the DePaul University Institutional
Review Board (IRB). The approval was granted on August 21, 2019. Data collection began on August 25,
2019 and ended on October 2, 2019.
Individuals went to a website that contained an initial page indicating consent information and
approval as well as a description of the inclusion criteria. Participants were required to select a box
acknowledging that they understood and acknowledged the procedures, as well as consented to
participate. Participants had the opportunity to download the consent page if they chose to do so. All
responses were confidential and demographic information collected was limited so as not to include
identifying information. This was necessary to allow participants to choose to remain anonymous when
completing the questionnaire as a way to establish trust and rapport in quantitative research.
Information was provided about the study focus, references to the university to establish legitimacy of
research, and self-disclosed information about the background and relevancy of the researcher.
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Recruitment.
Participants were recruited through a variety of means, with the aim of reaching as many
parents of children with autism as were willing to participate. Participation was solicited through three
main recruitment avenues – Facebook groups for parents of children with autism, professional service
providers and organizations, and convenience sampling. In all cases, emails, Facebook posts, or flyers
were circulated outlining criteria for participation, including links to the consent page and questionnaire,
and researcher’s contact information.
Facebook Groups. Participants were recruited via Facebook groups for parents of children with
autism, high functioning autism, Asperger's or twice-exceptional children. Permission was requested
from group moderators to assure the procedures followed compliance with group rules. Members of
these groups were in locations around the globe.
Professional Service Providers and Organizations. Emails were sent to professional service
providers in the Chicago area and around the globe. Autism Society has affiliate across the United States
and there was outreach to each one individually. Additionally, Autism Speaks provides contact
information of all affiliate organizations world with all were contacted. In total, 169 emails were sent to
professional organizations worldwide between August 26 and September 5, 2019. This included Autism
Speaks, National Autism Association, National Council on Severe Autism, Council for Exceptional
Children (CEC), Autism Society Philippines, Center for Autism Denmark, Irish Society for Autism, Autism
South Africa, Friends of Autism Australia, Autism Society Los Angeles, Autism Society Greater
Philadelphia, Autism Society Texas, and Autism Hawaii, among many others. The research study was
posted on the discussion board for the Division of Early Childhood (DEC) and the research board for
Autism Speaks.
Participants were recruited via Facebook posts to autism groups between August 22nd and
September 5th. A total of 24 posts to groups were made during that time as well as posts on the
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researcher’s personal page which was shared by friends and colleagues. Posting included a total of 36
Facebook groups. Only a select group is listed here. These include: “Mama’s (sic), Coffee, and Autism,”
“Aspergers Parent Connect,” “Single Parents of Children with Autism,” “Yellow Ladybugs, Autistic Girls
and Women,” “Autism Supermoms”, “National Council on Severe Autism,” and “Parents of Twice
Exceptional Children (2E).” Additionally, personal emails were distributed to individuals to share with
their personal and professional networks.
Measures
Participants completed the Family Resilience Scale, FRS-FAM, which consisted of 25 closedended Likert scale questions, four open-ended questions, and 15 demographic questions (approximately
5 minutes). The open-ended questions did not have a size limit and respondents could write as much as
they desired.
The FRS-FAM survey instrument focused on specific areas of resilience, namely family
relationships, growth, positive perspective, and meaning making. Each question reflected one of the
four stated areas of study and will us a 5-point Likert scale ranging from “strongly agree” to “strongly
disagree”. Utilizing a 5-point scale allowed for a midpoint of “neutral,” and allowed for respondents to
have greater variability in their answers and did not force their selection of either agreement or
disagreement (Roberts et al, 2018). Including a midpoint allowed for the data to be treated as interval
data, establish average scores, and generate parametric statistics (Roberts et al, 2018). Because this
measure did not have an established reliability, the coefficient alpha (Cronbach’s alpha) was used to
estimate reliability and internal consistency (Salkind, 2010).
Data Collection
Collected data was stored in a deidentified form and IP addresses were removed. The FRS-FAM
instrument was administered via Qualtrics (an online survey tool). Collected data were stored on a
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secure, university-controlled server, to which only the researcher has access. The questionnaire was
administered by Qualtrics and data was reviewed and viewable only by the researcher.
Attrition
Responses to questions that remain unanswered or incomplete were identified through attrition
(Fink, 2005). Missing variables were coded as missing. All quantitative responses were included in
analysis, regardless of the completeness of the qualitative portion.
Data Analysis
Data was exported from Qualtrics into a .csv or .sav file. A codebook was created to identify and
code the data. The file was then uploaded into SPSS (Statistical Package for the Social Sciences).
Descriptive statistics were used to present demographic characteristics of the sample. Hypotheses was
tested to determine if significant relationships exist among the four thematic areas.
The study tested the theory whether high levels of agreement with the questionnaire
statements that indicated strong family relationships, beneficial growth, positive perspectives, and
meaning making, and if this would ultimately lead to strong resilience and positive recognition of the
child and the disability.
An exploratory factor analysis was used to understand and measure variables that cannot be
assessed directly and also to reduce the size of a data set to one that is manageable while retaining the
integrity of data (Field, 2018). In factor analysis a small set of variables (called eigenvectors) are used as
indicators that represent correlation between those variables or factors (Field, 2018; Grimm & Yarnold,
1995). Using factor analysis a more precise hypothesis can be tested. Factor analysis examines the
relationships among variables, as well as covariances (interrelationships). The goodness of fit can be
assessed in examining the expected verses the observed, as a way to measure the theoretical model for
content validity (Boateng et al, 2018; Grimm & Yarnold, 1995). The results of the exploratory factor
analysis are reported in the next chapter.
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Additionally, multiple regression is a statistical procedure to test theories and the relations
among criterion and predictor variables (Grimm & Yarnold, 1995). It is used to identify the statistical
significance and differences of variables through examining if there is significant prediction of
dependent variable scores related to expected outcomes (Grimm & Yarnold, 1995). Its benefit is the
flexibility it offers for a wide range of analytic uses (Grimm & Yarnold, 1995).
Organization of qualitative data began by reading through responses, checking for accuracy or
missing data. After reading through responses for understanding of content, notes were made to
organize responses. Next the textual data were coded and assigned labels, organizing them into themes
and categories. As themes emerged, the data were then reorganized into additional categories or
themes. Texts were first examined for commonality of stated experiences with regard to resilience, and
themes were developed from the responses provided. Then, themes were compared with the existing
frameworks on family resilience in general, and family resilience in autism specifically to determine if
there were parallels and similar findings or if new themes emerged.
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Chapter IV. Findings

Overview
In this chapter, the results of the study are provided. It begins with a restatement of the
research questions that informed the generation of the research and briefly describes the recruitment
strategy. Then the research questions are explored through the quantitative and qualitative results, first
separately, then together. It concludes with a summary of the findings.
An online questionnaire was distributed to parents of children with ASD to solicit responses
about their family and perspectives of their experiences of living with autism. The purpose of the
research was to understand the healthy adaptation, coping, and perceptions that lead to resilience in
families with a child with ASD that foster the celebration of the child. Distributed through convenience
sampling, a total of 333 responses were collected and analyzed.
Hypotheses were proposed to explore associations between four areas – positive perspective,
growth, family relationships and meaning making. Correlation analyses confirmed significant
associations between the groups and a factor analysis determined the exact questions contributing to
each area. A fifth area, stress impact, was identified and included with the others in a multiple
regression analysis. The analysis indicated that a positive mindset dually reduced stress and increased
family relationships and improved meaning. Growth also had a beneficial impact following a positive
perspective. Similarly, having stronger family relationships reduce stress and those with stronger
connections to faith had more solid family bonds. A Resilience Score was identified as a cumulative tally
of the responses to closed-ended questions as a marker of coping and adaptation.
Research Questions
1. What is the association between positive perspective, growth, family relationships, and meaning
making among families with children with ASD?
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2. What meaning do families with children with ASD make of their lives and experiences in the
context of autism?
Study Recruitment Summary
Participants were parents and caregivers of children with ASD who completed an online
questionnaire of 25 closed, 4 open, and 15 demographic questions. They were recruited primarily
through social media (Facebook) and email solicitations. Convenience sampling occurred through
Facebook by posts to ASD parent/family groups and through personal correspondence. Emails were sent
to professional ASD organizations worldwide to solicit as broad a sample as possible.
Quantitative Results
The current study conducted an examination of two research questions which generated six
hypotheses. Each hypothesis statement was investigated individually. The original hypotheses prior to
conducting the study identified individual questions that correlated to the areas of family relationships,
growth, positive perspective, and meaning making. Thus, the hypotheses looked for associations within
and among those categories.
Data analyses were conducted using Statistical Package for the Social Sciences (SPSS, Version 26).
Baseline characteristics were determined using descriptive statistics. Composite values were created to
identify the means of each area. The composites where then used to conduct a Pearson correlation
between the areas to analyze the areas of hypothesis (see Table 4.1). Results indicated support for all six
hypotheses. Guidelines for magnitudes of effect size are categorized as strong (.50), moderate (.30), and
weak (.10; Cohen, 1988).
H1. There is an association between positive perspective and growth. Correlations display a
positive connection between growth and positive perspective, r(323) = .45, (p < .001). It indicates
moderate statistical significance and the null hypothesis is rejected.
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H2. There is an association between positive perspective and family relationships. The Pearson
correlation indicates that family relationships are statistically significant and strongly positively
correlated with meaning making, r(324) = .59, (p < .001). The null hypothesis is rejected.
H3. There is an association between positive perspective and meaning making. The results of the
Pearson correlation shows statistical significance and a strong positive correlation between positive
perspective and meaning making, r(322) = .57, (p < .001). Therefore, the null hypothesis is rejected.
H4. There is an association between growth and family relationships. The results of the
correlation analysis of questions related to family relationships and growth are indicated in Table 4.2.
Family relationships were found to be statistically significant and moderately positively correlated with
growth, r(325) = .31, (p < .001) and the null hypothesis was rejected.
H5. There is an association between growth and meaning making. Review of the Pearson
correlation between growth and meaning making indicates a moderate positive correlation and
statistical significance, r(323) = .45, (p < .001). The null hypothesis is rejected.
H6. There is an association between family relationships and meaning making. Examining the
correlation between family relationships and meaning making shows a positive correlation that is
strongly statistically significant, r(324) = ..54, (p < .001). The null hypothesis is rejected.
Table 4.1
Pearson Correlation for Variables in Hypothesis Categories
Variable
Positive Perspective Growth
Positive Perspective
-Growth
.45***
-Family Relationships
.59***
.31***
Meaning Making
.57***
.45***
*** Correlation is significant at the 0.001 level (2-tailed).

Family Relationships

Meaning Making

-.54***

--
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Results of Exploratory Factor Analysis
An exploratory factor analysis was conducted to determine appropriate grouping of variables
(individual questions) based on association. Evaluation of the eigenvalues and variance percentages
identified five composite factors. This regrouped the association between questions into common
groupings.
The exploratory factor analysis (EFA) used a principal component extraction method and
varimax rotation of 25 self-reported items, which was conducted on a random sample (n=333) of
parents of children with ASD. Initial data screening included examining possible code and statistical
assumption violations using descriptive statistics. A minimum sample size of 300 participants for an EFA
is recommend (Tabachnik & Fidel, 2011). The Kaiser-Meyer-Olkin (KMO) Measure of Sampling Adequacy
measured .877, indicated that the correlations are adequate for factor analysis (see Table 4.2).
Additionally, Bartlett’s Test of Sphericity indicates significance (p < .001), identifying sufficient
correlation between the variables to conduct the analysis. Furthermore, the communalities for all were
above .3, indicating common variance among the items (Field, 2018). Provided with these indicators, the
factor analysis was considered appropriate with all 25 items.
Table 4.2
KMO and Bartlett’s Test
Measures
Kaiser-Meyer-Olkin Measure of Sampling Adequacy
Bartlett’s Test of Sphericity
Approx. Chi-Square
df
Sig.

Statistic
.877
3074.774
300
.001

Factor Retention. To determine if all factors should be retained for the factor analysis, the
Kaiser-Guttman retention rule was employed. It indicates that components with eigenvalues larger than
1 can be retained. A five-factor solution provided the clearest extraction and explained 57.8% of the
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total variance with the most variance being 27.01%. This indicates a robust solution because the total
variance is over 50% (Tabachnick & Fidell, 2007). Table 4.3 presents the 25 items, their factor
correlations and communality estimates. Communalities were high for each of the 25 items, with a
range of .404 to .767.
Rotational method of oblique olbimin/promax was used to identify correlating factors and best
fit. Variable extraction was set to 5 with suppression of small coefficients below .4. The resulting
correlation matrix identified variable Q18 (“We recognize our child’s special qualities”) in both factor 1
(.528) and factor 3 (.626); inclusion in factor 3 made most sense given other variables in that scale.
Variables Q07 (“Our family has adapted to our challenges related to having a child with autism”; M =
4.01) and Q16 (“Our perspective on life has changed”; M = 4.50) did not meet the threshold necessary
for inclusion in the scales and were removed from further analysis related to factors. Cronbach’s alpha
coefficient was used to evaluate the reliability of the scale. Cronbach’s ɑ coefficient of the subscales
ranged from .773 to .822 (see Table 4.3).
Table 4.3
Cronbach’s ɑ Coefficient for the Subscales
Factor
Factor 1, Positive Perspective
Factor 2, Stress Impact
Factor 3, Growth
Factor 4, Family Relationships
Factor 5, Meaning Making

Cronbach’s Alpha
.822
.808
.698
.800
.773

A chi-square goodness-of-fit test was conducted to determine whether an equal number of
responses for each factor were represented in the study. The null hypothesis assumes that there is no
significant difference between the observed and expected value. The chi-square goodness-of-fit test
indicated that the number of responses for each of the 5 factors were statistically significant (p = .001;
see Table 4.4). Thus the results failed to reject the null hypothesis.

82
Table 4.4
Chi-Square Goodness of Fit
Factor
Factor 1, Positive Perspective
Factor 2, Stress Impact
Factor 3, Growth
Factor 4, Family Relationships
Factor 5, Meaning Making

Chi-Square
235.54
361.13
392.29
164.92
57.96

df
19
17
13
20
8

Asymp. Sig.
.000
.000
.000
.000
.000

Operational labels were assigned to each factor as indicated in Table 4.5. Each label corresponds
to the identified areas of Positive Perspective, Growth, Family Relationships, and Making Meaning.
Additionally, five questions added to the survey addressed mitigating variables related to stress (i.e.,
overall stress, relationship strain, care demands, social challenges, and financial impacts) and these are
reflected in an additional factor.
Table 4.5
Factor Distribution of Questions
Factor 1
Positive Perspective
Q19
Q21
Q22
Q24
Q25

Factor 2
Stress Impact
Q02
Q16
Q11
Q15
Q20

Factor 3
Growth
Q09
Q13
Q17
Q18
Q23

Factor 4
Family Relationships
Q01
Q03
Q04
Q05
Q08
Q12

Factor 5
Making Meaning
Q10
Q11

Composite scores were created for each factor, based on their Mean and equally weighted.
Individuals with a higher composite score indicate better coping, adaptation, and resilience for parents
of a child with ASD. Due to missing data present for each question, composites were calculated in SPSS
with the equation F1Composite=SUM.5(X1, X2, X3, X4, X5, X6) to allow for the calculation if one variable
was missing.
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Participants indicated higher agreement with Family Relationship (Factor 4) questions, with a
skewed negative distribution (see Figure 4.4). Factors Positive Perspective (Factor 1), Stress Impact
(Factor 2), and Growth (Factor 3) also have a negative distribution (see Figures 4.1, 4.2, 4.3).
Examination of the histogram for Meaning Making (Factor 5) represents a normal distribution (see
Figure 4.5), indicating less agreement with this area as compared to the other factors. The data indicates
that the families have a high level of both protective factors (positive perspective, growth, family
relationships, and meaning making) as well as a high level of stress.

Figure 4.1
Composite Sum of Scores for Factor 1, Positive Perspective
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Figure 4.2
Composite Sum of Scores for Factor 2, Stress Impact

Figure 4.3
Composite Sum of Scores for Factor 3, Growth

Figure 4.4
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Composite Sum of Scores for Factor 4, Family Relationships

Figure 4.5
Composite Sum of Scores for Factor 5, Meaning Making

In summary, the factor analysis identified five distinct factors. Two questions (Q7 “Our family
has adapted to our challenges related to having a child with autism” and Q16 “Our perspective on life
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has changed”) were not included in the factor structure. The resulting scaled groupings were assigned
operational labels and examined for significance.
Multiple Regression
Standard regression was conducted with each factor as the dependent variable and the
remaining factors as independent variables. The regression analysis remained exclusive to the analysis of
factors as a means to examine the research questions and hypothesis related to the identified factors of
Positive Perspective (Factor 1), Growth (Factor 3), Family Relationships (Factor 4), and Meaning Making
(Factor 5). Stress Impact (Factor 2) was used as a mitigating variable to identify risks experienced by the
families. Descriptive statistics for each of the factors is included on Table 4.6
Table 4.6
Descriptive Statistics and Regression of Factors
Variables
Factor 1, Positive Perspective
Factor 2, Stress Impact
Factor 3, Growth
Factor 4, Family Relationships
Factor 5, Meaning Making
*p<.05. ** p<.01. ***p<.001.

n
318
318
318
318
318

M
20.07
21.36
22.40
23.98
6.48

SD
4.28
3.67
2.66
4.60
2.40

Range
5-25
5-25
5-25
6-30
2-10

R
.58
.40
.59
.68
.41

R2
.33
.16
.35
.47
.17

Factor ANOVA
F(4,313) = 39.044, p < .000
F(4,313) = 14.967, p < .000
F(4,313) = 42.922, p < .000
F(4,313) = 69.370, p < .000
F(4,313) = 16.219, p < .000

The regression model predicted a statistically significantly predicted result for Positive
Perspective (Factor 1), F(4, 313) 39.044, p < .001, adj R2 = .333. Three variables, Growth (Factor 3),
Family Relationships (Factor 4), and Meaning Making (Factor 5), also presented statistically significant
results to the prediction, p < .001. Regression coefficients and standard errors are presented in Table
4.7. The regression model accounts for 33% of the variance. Growth was significantly impacted by
positive perspective and for every increase in growth by 1, there was a .43 change in positive
perspective. The reverse is also true that when positive perspective increases, so does family
relationships (.282). This slope coefficient indicated that the more positive perspective one has, the less
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stress they will have. Additionally, with more positive outlook, there is an increase in family relationships
and meaning.
Table 4.7
Regression Coefficients and Standard Errors for Factor 1, Positive Perspective
Variable
Intercept
Factor 2, Stress Impact
Factor 3, Growth
Factor 4, Family Relationships
Factor 5, Meaning Making

B
3.74
-.08
.43
.28
.23

SE
2.17
.06
.09
.06
.09

β
-.07
.27
.30
.13

Sig.
.085
.200
.000
.000
.011

Regression analysis of the second factor, Stress Impact (Factor 2), indicated statistically
significant prediction, F(4, 313) 14.967, p < .001, adj R2 = .16. Two variables, Growth (Factor 3) and
Family Relationships (Factor 4), were significantly predicted by Factor 2, p < .001 (see Table 4.8). The
regression model accounts for 16% of the variance. Stress has a detrimental effect on the protective
factors, impacting positive perspective, family relationships, and making meaning. The impact of stress
on growth is significant in that for every increase in stress by 1, there is a .345 change in growth. These
slope coefficients indicated that stress can be straining to family relationships and draining on positive
perspective and outlook. It also can be overwhelming to assigning meaning or finding faith.
Table 4.8
Regression Coefficients and Standard Errors for Factor 2, Stress Impact
Variable
Intercept
Factor 1, Positive Perspective
Factor 3, Growth
Factor 4, Family Relationships
Factor 5, Meaning Making

B
23.25
-.07
.35
-.34
.004

SE
1.62
.05
.09
.05
.09

β
-.08
.25
-.43
.003

Sig.
.000
.200
.000
.000
.963

Regression analysis of the third factor, Growth (Factor 3), indicated statistically significant
prediction, F(4, 313) 42.922, p < .001, adj R2 = .35. Three variables, Positive Perspective (Factor 1), Stress
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Impact (Factor 2), Family Relationships (Factor 4), were significantly predicted by the third factor, p <
.001 (see Table 4.9). The regression model accounts for 35% of the variance. Families who have a
positive outlook and stronger relationships can support growth and adjust to the challenges they face.
This in turn, can result in a lower stress impact on the family and provide a basis for making meaning
and seeking spiritual paths. These slope coefficients indicated that growth can be a positive influence on
family relationships and also contribute to positive outlook and meaning making.
Table 4.9
Regression Coefficients and Standard Errors for Factor 3, Growth
Variable
Intercept
Factor 1, Positive Perspective
Factor 2, Stress Impact
Factor 4, Family Relationships
Factor 5, Meaning Making

B
9.99
.16
.14
.25
.05

SE
1.21
.03
.04
.03
.05

β
.26
.19
.44
.04

Sig.
.000
.000
.000
.000
.39

Regression analysis of the fourth factor, Family Relationships (Factor 4), indicated statistically
significant prediction, F(4, 313) 69.370, p < .001, adj R2 = .47. All four variables, Positive Perspective
(Factor 1), Stress Impact (Factor 2), Growth (Factor 3), and Meaning Making (Factor 5), were significantly
predicted by the fourth factor (see Table 4.10). The regression model accounts for 47% of the variance.
Family bonds become stronger when they work together to appreciate difference, adjustment and
growth, which together can reduce stress, and bring meaning into their life. Additionally, for every
increase in family relationships by 1, there is a .62 change in growth. Slope coefficients indicated that
having stronger family relationships works against stress and stress-related challenges such as finances,
social interaction, care demands, and personal relationships.
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Table 4.10
Regression Coefficients and Standard Errors for Factor 4, Family Relationships
Variable
Intercept
Factor 1, Positive Perspective
Factor 2, Stress Impact
Factor 3, Growth
Factor 5, Meaning Making

B
10.06
.26
-.34
.62
.34

SE
2.01
.05
.05
.08
.08

β
.24
-.27
.36
.18

Sig.
.000
.000
.000
.000
.000

Regression analysis of the fifth factor, Meaning Making, indicated statistically significant
prediction, F(4, 313) 16.219, p < .001, adj R2 = .17. Only one variable, Family Relationships (Factor 4), was
significantly predicted by Meaning Making, Factor 5, p < .001 (see Table 4.11). The regression model
accounts for 47% of the variance. Families with religious or spiritual beliefs are an influential factor on
stronger family relationships and bonding together. Additionally, they slightly decrease the impact of
stress, as indicated by the slope coefficient.
Table 4.11
Regression Coefficients and Standard Errors for Factor 5, Meaning Making
Variable
Intercept
Factor 1, Positive Perspective
Factor 2, Stress Impact
Factor 3, Growth
Factor 4, Family Relationships

B
.11
.09
.002
.05
.14

SE
1.36
.04
.04
.06
.04

β
.159
.003
.05
.28

Sig.
.937
.011
.963
.394
.000

Highest and Lowest Means
Participants were asked 25 questions about their family’s experience with ASD using a 5-point
Likert scale ranging from “strongly agree” to “strongly disagree.” Recognition of the child’s special
qualities had the highest Mean (M = 4.64; SD = .66; see Table 4.12), followed by increased
understanding of the child’s needs through learning about ASD with an average of 4.58. This was
followed by the celebration of minor achievements (M = 4.55, SD = .73). Conversely, families found the
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statement “We have grown stronger in our faith” to be the statement that they least identified with (M
= 3.00, SD = 1.37; see Table 4.13). Close family relationships were also challenging (M = 3.39, SD = 1.27)
and positive view of the disability (M = 3.50, SD = 1.33).
Table 4.12
Highest Means of Demographic Variables

Q18
Q5
Q13

Question
We recognize our child’s special qualities.
Learning more about autism helps us better
understand our child’s needs.
Our family celebrates achievements that others
would consider minor.

Mean SD Range
4.64
.657 1-5
4.58
.768 1-5

Skew
-2.910
-2.112

Kurtosis
10.675
5.168

4.55

-1.827

3.580

.729 1-5

Table 4.13
Lowest Means of Demographic Variables

Q14
Q8
Q24

Question
We have grown stronger in our faith since
having our child with autism.
Our relationships with one another have
become closer.
We view the disability in a positive way.

Mean
SD
Range
3.00
1.374 1-5

Skew
-.030

Kurtosis
-1.111

3.39

1.265 1-5

-.293

-1.025

3.50

1.329 1-5

-.493

-.944

Resilience Score
Participants were asked to identify agreement or disagreement with 25 questions on a 5-point
Likert scale. In this scale, the response of “strongly agree” to the positively stated questions generates a
quantitative score of 5. Subtracting out the questions indicating negative mitigating variables related to
stress, the range of scores for all positively stated questions is 20-100. The Mean of all scores for
positive stated questions is 81.4 and the standard deviation is 11.4. Using the full range and the
standard deviation, levels were created related to the identification of resilience in ASD families in light
of the challenges they face. This Resilience Score (RS) is useful as a means to use a simple indicator of
the quantitative responses relative to agreement with the positive statements. It will be used to
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compare and contextualize qualitative responses (see Table 4.14). The histogram in Figure 4.6 indicates
the distribution of the RS for participants.
Ten participants left one qualitative question blank and therefore a total score was not compiled
for them. They are not included in the totals for the levels. There was no commonality between the
unanswered questions.
Table 4.14
Resilience Score Levels
Range
100-89
88-77
76-65
64-53
52-20

Category
High Resilience
Moderate Resilience
Mild Resilience
Low Resilience
Crisis

Figure 4.6
Histogram of Resilience Scores

n
105
124
71
19
5

Mean
92.96
82.47
71.52
59.58
40.80

SD
3.23
3.15
3.57
3.39
8.76

F1 M
23.43
20.47
17.07
13.58
7.20

F2 M
20.20
21.43
22.44
23.17
21.60

F3 M
24.00
22.81
21.18
18.21
12.00

F4 M
28.04
24.38
20.11
16.42
13.60

F5 M
8.19
6.31
5.23
4.32
2.80
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Results of Qualitative Analysis
Following the 25 Likert questions, participants had four open-ended questions about their
experiences with children with ASD. Those questions include: 1) what are your favorite memories of
your child with autism?, 2) describe a time when you were especially proud of your child with autism, 3)
how has your child with autism influenced your family’s life?, 4) is there anything that was not asked
that you think is important?. These questions were designed to solicit intimate, thoughtful responses as
a means to provide an inside glimpse into the world of the family. The online nature being anonymous,
it was also assumed that responses might be more candid and revealing.
There were five categorical themes that emerged from the responses, corresponding to the
quantitative data: positive perspective, growth, family relationships, meaning making, and stress impact.
Within each of these categories are subcategories, or themes, that resulted from the quantitative
responses. Table 4.15 displays identified categories and themes.
In the qualitative analysis each quoted participant is identified by their assigned response
number. They also indicate their total Resilience Score (RS). Though the qualitative response may be
taken at face value, the RS provided context as well as a means for comparison of their overall
perception of the family’s resilience state.
Table 4.15
Categories and Themes from Qualitative Responses
Category
Positive Perspective

Growth

Family Relationships

Theme
Favorite Memory
Performance and Ability
Knowledge
Understanding
Appreciation
Agency and Advocacy (parents)
Self-advocacy (children)
Persistence, Perseverance & Courage
Marital Relationship
Family Together
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Meaning Making
Stress Impact

Sibling Impact
Humor
Celebration of the Child
Unbelievable Stress
Family Separated
Marital Relationship Impact
Mental Health
Regression
Social Isolation
Financial Challenges
Career Impact

Positive Perspective
In the first theme, positive perspective, I found families that indicated an appreciation of
difference which included providing their favorite memory of time with their child/family, marveling in
the knowledge of the child, and understanding of the child and their differences. Each of these
subthemes contribute to the larger concept of appreciating differences through employment of a
positive perspective. These families and responses illustrate a healthy recognition that is not mired in
self-pity, depressive thoughts, or resentment against the child but instead celebrates the disability.
Favorite Memories. The question asking participants to recall their favorite memory of the child
was intentionally chosen to initiate positive thinking in recalling good memories of their child. Framing
the first open-ended question in this way allowed parents to identify the joy that their child brings them
and think of their child positively. Asking a parent to list their favorite memories with their child solicits a
large variety of responses as they delight in recalling all the wonderful moments with their child (Myers
et al, 2009). Participants did just that, and reflected on achievements, happy times, proud moments, and
things they loved about their child and being a parent.
Expectedly, parents had a lot to offer by way of recalling their favorite memories of their child.
The outpouring of love and appreciation was evident in the way that they talked about their child, such
as “it is good to see the joy in my child, even when no one else can see it” (participant 19; RS 92). Many
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of them recalled typical experiences for any family such as excitement in sledding down a hill, making
the honor roll, recognition for good behavior, graduation, riding a bike, listening to the child sing,
learning self care, etc. Parents often had a hard time choosing one single behavior and frequently
provided a list of favorite times or achievements. Others provided a summary of several items, such as,
“My favorite memories are when he is cracking jokes, smiling for the camera, riding on the bumper cars,
loving his grandparents” (participant 254; RS 70)
Nestled among them were responses specifically appreciating the qualities of their child. “He
loves game shows, so one of my fovourite memories is watching him clap and flap and shout out the
letters at the TV at the age of 2” (participant 12; RS 89). Another remembered, “when he used his AAC
[Alternative and Augmentative Communication device] to announce his sister’s acceptance into graduate
school to become a SLP [Speech Language Pathologist]” (participant 167; 89). A different participant
remarked, “I think we always enjoy remembering his obsessions and the joy he got from them, padlocks
have been a favourite when he was young. He was obsessed with buttons and knew exactly where to
find one” (participant 102; RS 81). And, “Everything he accomplishes that we weren’t sure he would”
(participant 349; RS 83).
Even small challenges can be celebrated, “When he is being really good at a party and you don’t
have to worry about a tantrum or possibly leaving” (participant 254; RS 70) or “like watching fireworks
without having a panic attack” (participant 275; RS 90). From these responses it is clear that families can
be resilient and enjoy the time with their child, rejoicing in the lasting memories, just as any other
parent. They have identified ways in which the ASD has made meaning in their life and their perspective
on it provided them with a positive viewpoint that allowed them to see the benefit to the family.
Performance and Ability. Within the question on favorite memories, parents recalled their joy
and amazement at the abilities of their child and recounted favorite performances they attended. Their
abilities ranged from singing, karate, science inventions, swimming, dance, and go karting. But they
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recognize that their accomplishments might be more of a struggle than others, “he works ten times
more than every other kid. He does beautiful drawings and I am very proud of his drawing skills”
(participant 179; RS 89). Parents understand the challenges that are faced too, which make the
accomplishments more special. “At her first dance recital there were so many people and she struggles
with hypersensitivity to loud noises and waiting. But she did absolutely amazing and loved every second
of the crowd cheering for her after her dance routine” (participant 132; RS 90). And recognition of their
achievements highlighted their amazing abilities. “He was chosen as the ambassador for our local Easter
Seals where he gave a speech to a huge crowd. He came full circle because this was the place that
literally helped him to find his voice” (participant 87; RS 98). Many parents described the pride they felt
at watching their child grow and accomplish things. The struggles and challenges they face serve to
make those moments more victorious.
Knowledge. Children also impressed their parents by their amount of knowledge and the extent
of their memories. Parents were dazzled by their child’s knowledge of history, dinosaurs, vocabulary,
geography, and animals. Driven by their curiosity and passion for learning and exploring, their children
sought out discoveries and knowledge on their own, without the parent’s assistance. One parent
illustrated this by saying, “His insights to other deep topics are incredible. Some things I would not have
thought of and he just says it like it’s nothing. He is a deep thinker. Far and above what most people give
him credit for” (participant 479; RS 86). One said, “We love his quirkiness and his addiction to
knowledge” (participant 242; RS 88). Another marveled at the child’s initiative: “when my son decided he
would take public transit instead of school buses. He figured out the routines by using his phone and he
had no trouble with others on the bus” (participant 62; RS 81). Lastly, a parent was captivated by their
child’s self-learning which in turn taught the family “a lot about dinosaurs, math, physics, conspiracy
theories” (participant 78; RS 67). Children with ASD are known to have enthusiasms (Prizant & Fields-
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Meyer, 2016) which can lead them to explore topics in great depth and with much passion. It appears
true for this group of participants as well.
Understanding. The subtopic of understanding underscores positive perspective and
complements all other subthemes within this category. Similar to others, it identifies an increased
awareness of ASD and differences, education, support of others, and acceptance and inclusion. Some
gained this perspective only after many years of working with their child. “In the past it made our family
life miserable, but as the years have gone by it has gotten easier. I would have filled out this survey much
differently 20 years ago. My child is now 29” (participant 51; RS 83). And experience provides an
understanding that can be beneficial in reaching back to help others. “Going through autism for the past
ten years has also allowed me as his mom to be able to encourage others that are just facing the
diagnosis” (participant 87; RS 98). Younger parents may still be finding their way, but seem to be headed
down a resilient path. One said, “getting to know autism have made my whole family much more
understanding of other people and their problems and we try our best to spread knowledge to those
around us and to help fight ignorance whenever we can” (participant 127, RS 90). Families like these
have learned coping and adaptation skills over time.
Appreciation. Families expressing appreciation find they were able to see the world differently
and recognize that disability and differences are beneficial in that perspective. Among these
appreciations, families said: “we work with him, not against him “(participant 48; RS 95) and “overall, he
brings happiness into our lives and all who know him” (participant 393; RS 76). Others expressed more
detail in how that appreciation has affected their lives, “he teaches us to appreciate small wonders – to
take the world in with all of our senses, to love unabashedly, that communication comes in many forms,
and small successes can be giant leaps!” (participant 175; RS 96).
There was also a recognition of the growth afforded, when the families allowed a positive
perspective on their situation. They said, “he teaches me more it seems than I teach him” (participant
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206; RS 75) and “it has made us better parents and brothers because of it” (participant 130; RS 92). One
of the most often expressed form of appreciation was the mindset growth to take an alternative
viewpoint, “he helps us view life through a different lens” (participant 97; RS 95) and “makes us see the
world through the eyes of autism” (participant 106; RS 100).
Additionally, the appreciation that families felt translated into a recognition of small
achievements and accomplishments. “[He] gives us a new appreciation for the differences each family
struggles with but also inspires us to treat people with a greater amount of respect” (participant 346; RS
82). They also were encouraged to view the world differently, as a way of recognition of the inner
strength and perseverance their child had to face each day. “Everyday I am just so proud of her. She is
my little hero. She makes amazing strides every single day” (participant 246; RS 84). This positive outlook
shared by many families is a critical component of resilience and allows the family to see the beneficial
aspects of neurodiversity and see through the disability to embrace and love their child for themselves.
Growth
Parents found additional perspective in their own growth and development as they acquired
skills, strength, compassion, tolerance, and acceptance toward others and themselves. They said,
“Autism changed the dynamic of my family, and made me a better person and parent” (participant 3; RS
91), “we have become more assertive, more focused and organized” (participant 41; RS 78), and “we
have embraced patience, perseverance, grief, love, strength, and so much more” (participant 310; RS
93). The growth extends to recognition of others as well: “I feel like our family appreciates people with
diverse challenges more than we would had my daughter not had autism. We are quick to recognize
each individuals’ strengths, while making effective plans to make progress in their weaknesses”
(participant 116; RS n/a). Additionally one responded,
We now know what [difference] is and we have learned to see beyond what the eyes tell
us. He [has] learned about patience, not to be judgmental and to always give people

98
second chances. We have learned to care and we have learned to try to understand
people on another level (participant 127; RS 77).
Others found learning as an informed method of parenting. “Our son taught us that it’s okay to
do things that other people wouldn’t, to parent outside of the box” (participant 211; RS 81). Another
remarked, “Having an autistic child has opened our lives to the world of neurodiversity. We are much less
judgmental and inclusive as a family” (participant 236; RS 80). Patience is a common theme when talking
about skills learned such as in the remarks from the following two families. “We have learned to be
flexible, accommodating, and patient” (participant 69; RS 88) and “We’ve become more patient,
understanding, present and goal oriented” (participant 306; RS 96). One parent recognized her resilience
as she and the family learned to cope and adapt, “Positive: built our resilience and broadened our scope
of humanity. Taught us the true meaning of selfless love” (participant 261; RS 83). These families leaned
to embrace the change and uncertainty of their lives and grow stronger in their openness to learning
from their child. This in turn gave them new skills and perspectives that helped them to work better with
their child and gave them a broader view of the world and humanity.
Agency and Advocacy. Growth also surfaced in the development of agency and advocacy. As
parents realized the necessity of learning more to help their child, they developed new skills and
perspectives. “She has made us realize we are a lot stronger than we thought. She has made us be
[much] more prepared. Also, to become a better advocate for her” (participant 246; RS 84). One parent
remarked, “we spend countless hours reading, researching, and obtaining additional training”
(participant 305; RS 83) so that they may better serve and be champions for their child. One put it
succinctly: “autism has made us warriors and advocates” (participant 342; RS 75).
Parents are not the only ones in the family that experience growth. They recounted proud
moments when their child exhibited their own agency over their circumstances. One participant said
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He went to his school principal and asked them to implement an Autism awareness day
at school. He was interviewed by the paper, they collected money for Easter Seals … he
stood up and told kids of all ages it’s okay to be Autistic. He told them his struggles and
why he wants friends just like everyone else (participant 112; RS 85).
This was echoed by parents who told stories of their child speaking up for themselves or standing up to
bullies. One parent said “I am especially proud when she meets another child like her and she takes them
under her wing and basically tells them that it is going to be ok” (participant 162; RS 85).
Persistence, Perseverance, and Courage. Agency can also come in the form of persistence,
despite obstacles or challenges. It demonstrates having courage, and perseverance regardless of
hindrances due to the disability or to life itself. It may be otherwise called having “grit”. Parents
remarked on the determination of their child in several different ways; some remark on the courage to
go on each day. One said, “Every day he gets up and goes into a world that doesn’t understand him.
Brave and strong, I’m always proud” (participant 153; RS 82). Another said, “I can’t imagine being in his
little body, understanding everything said to and about him but being unable to respond or
communicate. Yet he gets up with a smile on his face each day” (participant 178; RS 75). One more said,
“It is difficult for her to do so many things that we take for granted and yet she gets up each day and
tries. I admire her for that” (participant 160; RS 72). And,
Every single day he goes out into the world and deals with ignorant, intolerant, nasty
people who give him dirty looks or stare or make unnecessary comments. He never
returns the insults, never lets it get him down. He deals with constant and overbearing
stimulation that make every task a challenge (participant 117; RS 94).
Two respondents gave specific examples of the persistence of their child and how they were able to
overcome their fears, anxieties, and challenges to make great accomplishments and self achievements.
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He also rode a bike for the first time this summer. He’s been petrified of riding a bike ever since
he was little. He was able to conquer his fears (at the age of 11) and was finally able to
command his body to do what it needed in order to be successful at biking. I cried tears of joy
(participant 96; RS 84).

Because of his ASD he has a lot of anxiety. We had gone up to the tallest point of the Smokey
mountains. Almost to the top, he had a full blown panic attack because he is so afraid of heights.
He went back down. Me and the other children went to the top. When we finished we met up
with him and said let’s go. He looked up at me said, but I still want to go up. I couldn’t believe it!
So we set out to go to the top. He made it! He accomplished it. He fights so hard against his
fears. I was so proud!! (participant 20; RS 76).
These only further illustrate the grit and persistence of the children in the face of their adversities. Other
parents provided general comments about school achievements, graduation, trying new things,
conquering fears, working through transitions, showing confidence, and not giving up.
Family Relationships
Relationships among family members are complex and it can be difficult to compartmentalize
family life into distinct components for analysis. Within the qualitative responses, there were comments
related to the dyads of partnerships and marriage, sibling interactions and impact, and the family as a
whole. These were chosen as themes to explore further in depth.
Marital Relationships. Participants indicated both positive and negative reflections of the
impact the disability has had on the marital relationship. Among the responses indicating strength, there
were those that reported that they needed to work together as a unit in order to foster a better
relationship and environment for the child. One says, “Our marriage is stronger because we have to be a
team. We do worry about the future but have also learned to live in the present and celebrate the here
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and now” (participant 234; RS 100). Another said, “Our autistic daughter is our youngest. It has defined
our lives and had put extreme pressure on us as a couple and as a family. But it has also made us strong
and completely committed to our family” (participant 203; RS 71). One recognized the strength of their
partner, “My husband is incredible and there are few people who could handle this life the way that he
does” (participant 117; RS 94). Parents learned to provide support for one another, and work
collaboratively, such as this participant illustrates:
“My husband and I grew stronger in our marriage and wanting to see our daughter succeed in
life which I believe helped cultivate a more loving and enriching relationship between the two of
us. We are the only 2 people in the world that truly understands the struggle that we go through
and that has brought us closer” (participant 132; RS 90).
These parents found strength in their shared experience which further benefited the family dynamic.
The support they provided one another is a protective factor that fosters their resilience.
Family Together. Similarly, participants have found strength in the family as a whole and they
express this through a positive attitude and appreciation. Simply put, one respondent said, “As a family,
we are the tightest we’ve ever been” (participant 117; RS 94). They recognized the value of family, being
together and celebrating their closeness. One said, “We do our best with the cards we are dealt. We may
not be rich in money, but we are rich in love” (participant 19; RS 92). A different participant said, “It’s
been life changing and has made a huge difference to our relationship and family dynamic” (participant
44; RS 97). Another said, “One of our family’s greatest missions is doing whatever it takes to help our
daughter thrive” (participant 169; RS 81). To further illustrate the point, one respondent said, “we have
grown as a family and we are very close” (participant 213; RS 84) and another remarked, “We are a
more compassionate and patient family” (participant 345; RS 73). Supporting one another is one of the
hallmarks of resilience in families, and was demonstrated by a number of participants in this sample.
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Sibling Impact. The impact of autism on siblings is still an emerging topic in the field. Similar to
the impact on marital relationships, respondents expressed both positive and negative influences and
adjustments that must be made when a sibling has autism. Because this study examined the full impact
on the family, it is important to consider influences on siblings. The positive aspects of the relationship
are expressed by participants that include their own growth and development. One said, “My other
children have become more patient with other children, more compassionate, understanding and
tolerant. They’re not afraid to educate people on autism” (participant 100; RS 98). Others showed how
the siblings have developed compassion and understanding, “My two other sons are sweet, caring
individuals that have always looked out for their brother. There are no resentments or jealousies. They
appreciate their brother for who he is” (participant 130; RS 92). Another said, “our neurotypical kids are
the most loving, respectful, responsible, compassionate people and that has certainly been a side effect
of growing up with a special needs sibling” (participant 178; RS 75). A few indicated that the siblings
have grown up to pursue careers working with others with disabilities or in-service careers, reflecting
the strong impact of growing up in a special needs family.
Making Meaning
Living with a family member with a developmental disability can have challenging moments. It is
important for the family members’ mental health and wellbeing to find value in their shared
experiences. Through the comments provided by the participants, they shared the moments they
cherished as favorite memories, celebration of their child’s funny ways and happy moments, and
appreciation through acknowledgement of the blessings their child brought to the family.
Humor. Meaning can also be found in the humor that a child brings to the family to lift spirits
and lighten the mood. Family laughter generates warmth and several respondents electively chose to
comment about the humor that their child brought to the family. One said “He sees the world in such a
different way and says hilarious things. We laugh a lot” (participant 111; RS 92). Another said, “We love
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when he uses sarcasm or makes a funny comment. We will never take that for granted” (participant 139;
RS n/a). And, “This kid can make us laugh as much as he makes us cry. His quirks- falling down on
purpose, imitating people to a tee, singling songs after hearing them once, are what make him who he
is” (participant 25; RS 63). Recognizing the human qualities of the child through their humor was a way
to generate meaning within the relationship, and positively contributed to the family dynamic.
Celebration of the Child. Similarly, another contributor to making meaning was to recognize the
child as a blessing, and appreciate that ASD is what made the children great. Parents saw these qualities
in their child and expressed their recognition of how specialness of the child. They saw special qualities
in their child, and their explanations were almost spiritual, “I truly [think] she was a gift from God for us
to experience love in our [hearts]” (participant 283; RS 100). Another said, “How pure and innocent. He
does not see the bad in the world. He does not judge” (participant 145; RS 92). One said, “He’s simply the
best little human on the planet and we’re so lucky he’s our child. He’s literally the best. He makes us
smile and laugh daily” (participant 63; RS 95). Another remarked, “We look at autism as a blessing and
not a curse. By doing that it helps us to learn more and be able to help our daughter” (participant 123; RS
84). Another participant remarked, “He’s an amazing person with a great heart. It is astounding to me
how someone can live so inside their own minds yet emphasize so deeply…His intuition is astonishing”
(participant 96; RS 84).
It is this appreciation of the child themselves that puts the family in a mindset that the child is a
special gift, just as any other child is, and should be given the same respect. “We have all learned to look
past others’ differences and find the beauty within each person” (participant 494; RS 96). Another said,
“When he laughs, everybody laughs. His joy is infectious” (participant 249; RS 85). And, “Everyday I’m
amazed and awed by him. Every single day” (participant 37; RS 98). One parent said, “I am amazed by
her compassion and understanding of others” (participant 253; RS 92). Resilience and appreciation of the
child is apparent in this short comment from a parent, “He is one of my favorite people to spend time
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with” (participant 33; RS 91). These parents recognized the special qualities that their children have, and
how it changed the respect they have for their child and for one another. In these resilient families, they
were able to see the humanity in the child and coupled with their love and adaptive coping to
appreciate them. These in turn resulted in strengthening the family. Expressions presented here are only
a small sample of the outpouring of love expressed by the participants. However, their lives could also
be roller coasters of emotions, and stress could take its toll on everyone, which is explained below.
Stress Impact
Open-ended questions can solicit a variety of responses, emotions, and circumstances. Though
the research instrument FRS-FAM was designed to capture positive experiences and perspectives, many
respondents offered their real plights and struggles as well. Parenting a child with ASD can be incredibly
stressful, as demonstrated in the literature. Participants in this study provided many examples of this
unbelievable, sometimes unmanageable stress. They talked about the impact of raising a child with ASD
on marital relationships, mental health of family members, and their careers and employment. They
described many challenges such as becoming socially isolated, dealing with financial challenges, and
difficulties of using services for their child.
Because the stress and negative effects are not the focus of this study, these are mentioned
here only briefly, because it is important to understanding the whole experience of the family. The
qualitative responses from the participant with the lowest total quantitative score (RS 31) provided the
following answers which combined with the RS show a family in crisis,
It has been the ultimate nonstop nightmare from the depths of hell. It has caused
nonstop stress, trauma and chaos. It killed a career, wiped out savings, ravaged our
home, caused bruises and bites, and inflicted a ceaseless torrent of physical and
emotional pain. We all have PTSD and there is no end of this horror (participant 147).
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Another echoed, “We are unable to live like a ‘normal’ family and the amount of stress we are under is
IMMENSE….For us, it only worsens and the stress is going to kill us sooner.” (participant 402; RS 63). The
child’s aggression added to the stress the family faced, “It has been very difficult[,] and her aggressive
behaviors have been a strong negative influence on our family’s life. Actually, it’s been hell” (participant
174; RS 53).
Families are frustrated by distance from other family members and lack of support from family
and no social engagement with friends or others. The feeling of alienation appeared prevalent, but
within that were glimmers of positivity. One said, “We have fewer friends but stronger relationships with
those we have kept” (participant 41, RS 78). But that was not the case with many who felt isolated or
excluded. One participant explained that a positive attitude did not ease all stress, “We feel very, very
alone and isolated in this life. So even if our life is not sad at all, it does not mean it is easy” (participant
179, RS 89).
Research established that mental and physical health and the emotional toll that the stress
takes can be detrimental to overall wellbeing (APA, 2018b). Several parents were candid with the
suffering that they endured and the strains on their overall health. One said “The stress unleashed a
major mental health crisis for me and a major, life-changing revelation by my spouse that may end our
marriage” (participant 89, RS 62). Another explained, “I dove into alcohol as a way to treat my anxiety
and anger towards the state and their failures with my son, then had to stop drinking entirely in order to
be a better parent” (participant 239; RS 77). Another found their condition getting worse, “My bipolar
disorder has significantly worsened and I have nearly had a mental breakdown” (participant 120, RS 78).
Some parents have been pushed to the edge, “18 months ago I attempted suicide because I am so
overwhelmed. I’m doing better but still feel alone, lost myself. My husband passed away and I think this
is extra hard” (participant 81, RS 65). The stress and hardships were real and could cause great harm to
one or several members of the family. When overwhelmed, it could be hard to dig out of that hole
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without support, which makes the availability of resources, social support, and extended family all the
more critical and valuable.
Integrating Quantitative and Quantitative Data
The Resilience Score (RS) is a composite measure of agreement with the positively phrased
statements in the 5-point Likert scale questions (which excluded responses related to Stress Impact).
Using the RS to compare individual scores to qualitative responses brings equal parts of the mixed
method design together. The categories of RS as shown in Figure 4.7 indicate the composite scores for
each group according to protective factor plus the mitigating factor of stress impact. It demonstrates the
difference in scores among the groups, with the crisis category having relatively low numbers for each
factor and high numbers for stress impact. Conversely, those in the high category had high numbers for
factors and lower numbers for stress. Additional demographic details about the RS categories are
included in Table 4.16 and further explained separately below.
Figure 4.7
Composite Scores of Factors According to Resilience Scale Categories
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Table 4.16
Resilience Scale Categories and Demographic Summaries

RS Range
Parent Age (M)
Child Age (M)
Severity (M)
Dominant Comorbid
Education Level
Diagnosis Age (M)
Mothers (%)
Married (%)
Number of Kids (M)

High
89-100
43
12
1.64
ADHD + SPD
BS+ (57%)
4.73
98%
72%
2.46

Resilience Scale Category
Moderate
Mild
Low
77-88
65-76
64-53
44
50
47
14
16
14
1.79
2.12
2.11
ADHD + SPD ADHD + ID
ID
BS+ (67%)
BS+ (60%)
BS+ (94%)
4.10
4.74
3.66
95%
95%
89%
76%
73%
89%
2.26
2.36
2.39

Crisis
52-20
49
13
2.20
ADHD
BS+ (80%)
5.60
100%
80%
2.60

There were five individuals identified as in crisis by having a RS under 52 (n=5; 1.5%). Their
scores range from 31 to 50 with two participants edging on the low end with scores of 31 and 32. Their
Mean age was 49 (range 44-54) and the child’s Mean age was 13 (range 10-20). The majority were
married (n=4; 80%) or remarried (n=1; 2-%) and all were biological parents and geographically lived in
Eastern US, Western US, or overseas. As many as 80% (n=4) had college degree and 40% (n=4) had a
master’s degree. Severity of ASD varied between all levels and most have a comorbid diagnosis of ID,
ADHD, or another diagnosis. All have additional children and identify other ASD members in the family.
Their qualitative responses vary from outward despair about the child’s aggression such as, “He needs
help 24/7 and there are no suitable residential programs. It’s a nightmare beyond comprehension”
(participant 147; RS 31).
But those with low RS scores were not just expressing negative feelings. Several of those with a
RS under 76 (mild, low, or crisis) also talked about happier times when the child was younger. Some
specifically discussed that their child regressed and, others expressed that emotional aggressive
outbursts consumed their family. Some wish the autism away which they presume will give their child a
better life. The group with low scores (between 53 and 64; n=19) have an average age of 47 (range 35-
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61) and the children average 14 years (range 7-27). They were more likely to have a child with Level 2
severity (n=8; 44.4%) or Level 3 (n=6; 33.3%) and almost all children had a comorbidity, with Intellectual
Disability being the most common in this group (n=7; 43.7%).
Qualitative responses for those in the low RS score range indicate the sacrifices and hardships
endured by the family. Several talked about the financial burden the disability imposed and how it can
be hard to get help. A few talked about how it is difficult to do things like going to the store or a
restaurant. It could also become a burden on siblings, who fought for attention, and were left feeling
angry, jealous, or even traumatized. Again, discussion about an aggressive child, even a violent and
suicidal child, permeated some responses. But there was hope and positivity even from the same
parents, who talk about their child with love and affection when asked to relay their favorite memories,
especially those that brought laughter and joy.
Individuals in the mild range (RS 76-65; n=71) described how autism defined their family and all
of their activities. However, there were more expressions of positive aspects intermingled with the
challenges. Isolation from social activities became a stronger theme in this group, as were marital
relationship strains. Difficulty with service providers, and disability or medical services are also a main
concern. Also emerging were the expressions of growth, particularly in the form of patience and
understanding. There were some indications about family preparation and planning as a means of
coping and adaptation.
Additionally, those in the mild RS range had more of an expression of love and appreciation for
their child. As one participant said “He is the sweetest most loving child. He’s never met a stranger and is
unapologetic about who he is. A true blessing despite the challenges” (participant 178, RS 75). Many
recollect happy moments involving music/singing or swimming.
Parents in this mild RS group were more likely to have children with Level 3 severity (n=65;
44.6%) or Level 2 (n=21; 32.3%). One quarter of the children had a comorbidity of ADHD (n=15; 26.7%)
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and one quarter had ID (n=15; 26.7%). The parents had an average age of 50 (range 31-62) and child
Mean age of 16 (range 3-37). Diagnosis age ranges between one year and nine years within this group.
The children were 17.9% female (n=12).
Turning attention to the moderate range (scores 77-88; n=124), the largest group, most of the
aforementioned items (financial, siblings, social, planning, coping, services) continue to be expressed
and stress is a constant. Though they may have a higher score, the reality of stress and impact on the
family remained an issue. The difference between the groups appeared to be perspective as expressed
by one respondent, “Our NT (neurotypical) children are uniquely compassionate adults. We are
incredibly ‘old’ for our ages as parents physically but we are incredibly young at heart. He’s taught all of
us to view life from a different perspective” (participant 185; RS 79). Another parent of two children with
ASD expressed this, “We have also learned to appreciate and hold important what really matters. We
celebrate all small victories as they are hard fought for” (participant 169; RS 81). Another said “Having
an autistic child has opened our lives to world of neurodiversity. We are much less judgmental and more
inclusive as a family” (participant 236, RS 80).
The moderate group parents averaged a younger age at 44 (range 26-72) and child average age
of 14 (range 3-39). ASD severity was predominantly Level 1 (n=51; 43.2%), followed by Level 2 (n=40;
33.8%) and they were more likely to have comorbidity of ADHD (n=30; 29.7%) and SPD (n=29; 28.7%)
which is a slightly different makeup of the preceding group. Of this group, 67.5% (n=81) had a college
degree of bachelor’s or higher. Children were 15.9% (n=19) female.
The prevalence of Level 1 ASD in the high group (RS scores 89 or above) was more pronounced
than in other groups (n=55; 55%), as compared to Level 2 (n=26; 26%) and Level 3 (n=19; 19%). There
was slightly less comorbidity reported compared to other groups, though occurrence of ADHD (n=32;
39%) and SPD (n=20; 24%) was high in the group. The average parental age was 43 (range 26-82) and
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child age Mean was 12 (range 3-40). Half of respondents had either a bachelor’s degree (n=25; 24.7%) or
master’s degree (n=26; 25.7%) and a few had doctorates (n=6; 5.9%).
There were a total of four individuals who had the highest RS score of 100. Half were married
and half were divorced; half had some college and the other half had a bachelor’s degree. There was a
balance of severity, two had ADHD and one had SPD. One was Black and the others were White. The
oldest participant was in this group at the age of 82 and was a grandparent. All others were biological
parents. Interestingly, all professed a faith in an organized Christian religion. Their children were
relatively young (age 5 or under) when diagnosed, and their current age was below eight for most, but
the grandchild was significantly older at 22 years. They were all from midwestern US or southern US.
One parent was able to articulate how her family had adapted to a lifestyle with ASD.
We have learned to be more tolerant and patient all around, both with our family and
the outside world. We have stricter routines than we used to have, and have learned
to plan and explain in advance. Our marriage is stronger because we have to be a
team. We do worry about the future but have also learned to live in the present and
celebrate the here and now. (participant 234)
Celebrating the present and practicing mindfulness was also healthy for wellbeing and mental
health of some of these families. It also fosters a stronger relationship within the family when
the focus was on the present and those around them.
Summary of Results
Qualitative responses included rich description supplied by parents to explain aspects of their
lives and their thoughts about their child and family. Categories and themes included favorite memories,
appreciation and understanding of their child, development and expression of agency and self-advocacy,
family relationships, humor, and celebration of the child. Many families also expressed the great stress
that they faced, the hardships they endured, and the toll it had taken on the family. However, the
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majority of the respondents provided responses, either through their quantitative Resilience Score, or
their qualitative remarks, that they appreciated their child and found joy, growth, fulfillment, and
understanding, as they recognized their child’s unique and human qualities. Families were able to
express their love and celebration of their child and the family as a whole.
Through the examination of the responses, it was clear that some families recognized and
appreciated the child as a blessing and unique human. They had developed coping and adaptation skills,
and had formed strong family relationships. However, there were also families in crisis who were
struggling day to day with the hardships that they faced. Their resources seemed slim or non-existent.
It is important to acknowledge that most families appeared to be somewhere in the middle of
these two extremes. They struggled but they were able to manage and have a positive outlook and
rebound from challenges. Research has established that resilience is not something that is achieved and
retained but is a fluid quality that can be present in one moment or situation and not in another
(Southwick, 2014). Families that scored high or low on the Resilience Scale reflect how they were feeling
or responding based on recent experiences at the time they took the survey, their responses may be
different on another day.
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Chapter V. Discussion
Overview
The purpose of this study was to examine resilience in families with children with autism
spectrum disorder (ASD). This study intended to explore their engagement with protective factors and
how they placed meaning on their lives and experiences in the context of autism. This chapter discusses
a summary of the findings and how they relate to the literature. Additionally, implications, limitations
and directions for future research are explored.
Summary of Findings
Resilience is the ability to overcome adverse situations and employ positive adaptation through
the utilization of protective factors. These protective factors buffer against stress, counter vulnerability,
and work against negative adjustment to promote resilience (Luthar & Cicchetti, 2000). Researchers
who have studied families with children with autism largely focused on the risks they face, namely the
exorbitant amount of stress they encounter. However, what is neglected is an examination of how
families build resilience and develop protective factors that they utilize not just to cope and adapt but to
thrive. Understanding how families appreciate difference and uniqueness, maintain a positive outlook,
develop agency, and build supportive relationships can be critical when facing challenges and countering
against strain and hardship.
Utilizing the guideposts of existing literature, particularly Walsh (2006) and Patterson (2002b), I
sought to pinpoint identifiers of resilience through four select protective factors in an effort to
investigate how families with a child with ASD persist and persevere in face of the adversity of having a
child with ASD. The participants expressed a multitude of challenges they faced, beginning with
diagnosis and followed with persistent stress, occurrences of damage, emotional and mental health
issues, intense challenging ASD behaviors, and social and familial isolation.
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Two research questions framed this study as an examination of the family dynamic through both
quantitative and qualitative measures. The first question “what is the association between family
relationships, growth, positive perspective, and meaning making” utilized the FRS-FAM instrument
developed for this research study. An additional mediating variable, stress impact, was included in the
measurement instrument to provide an assessment of the stress and risks each family faced so it could
contextualize their level of resilience. Additionally, this study hypotheses examined associations
between each of the four protective factors and found that each were statistically significant (p < .001).
Protective Factors
The phenomenon of family resilience for families with children with ASD is an emerging frame of
research. A prominent specialty within this area involves the mindset of parents and their own positivity,
hope, and optimism. The literature shows that optimism and positive outlook are antithetical to the
stress of negative behavior problems (Ellingsen, 2014; Lopez et al, 2019) and alters perceptions of the
child by recognition of the child’s special qualities and unique gifts (Manning et al., 2011; Ooi et al.,
2016; Pavlopoulou & Dimitriou, 2019; Waizbard-Bartov et al., 2019).
The concept of positive perspective was explored in this research study and supported previous
literature. Participant families that had the highest RS scores for positive perspective also had the
highest overall RS scores. This indicates that families possess a high degree of positivity in how they talk
about their child, in their appreciation of and respect for differences, and how it has altered their family
dynamic. Families talked about their children with love and adoration, were proud of their
accomplishments, relished the delights of their personalities, and their inquisitive and astute minds. As a
result, families described how they see the world differently and in a way that is respectful and
compassionate towards others. They have developed an inspired viewpoint built on the recognition of
the inner strength, which their child displays through perseverance and accomplishments. Coupled with
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a greater awareness of ASD, the families expressed how they embraced the fullness of neurodiversity
and the gratitude they have for their child’s uniqueness.
Furthermore, I found that the dynamic of the family was changed as they adjusted to the child’s
needs and advocated on their behalf. This helped to cultivate additional skills, tolerance, compassion,
and acceptance toward others. These growth areas are supported by previous research (Bayat, 2007;
Bayat & Schuntermann, 2013; Finke et al., 2019; Gardiner et al., 2019; Illias et al., 2019; Kapp & Brown,
2001; Waizbard-Bartov et al., 2019). Survey questions in this area referred to the adjustment of the
family, celebrating minor achievements, appreciating uniqueness and special qualities, and advocacy for
the child. The topic was further explored in the open-ended themes of parental agency and advocacy,
child self-advocacy, perseverance, persistence, and courage.
Both quantitative and qualitative results of this study suggested a growth displayed by the
families. The factor for growth received the second highest Mean score among all four factors (i.e.,
positive perspective, growth, family relationships, and meaning making), which indicates that it
resonated most with the participants. Parents found that they developed more patience, less
judgement, and more flexibility. For many of the families, researching and learning about ASD led to the
development of agency and advocacy as they battled for therapeutic services, academic needs, and
general awareness of ASD. Additionally, in this research study the quantitative question about
recognizing and celebrating small achievements received one of the highest means (M = 4.64; SD =
.657). Families with autism worked hard at achieving small goals which typical families often take for
granted. Therefore, minor accomplishments become a large cause for celebration, because each small
victory takes on more importance and meaning.
Families recognized the persistence and perseverance exhibited by their child themselves. This
grit, or determination, which their child demonstrated in the face of hardships and challenges did not go
unnoticed or unexpressed by parents. For example, the child’s courage and engagement with the world,
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despite their disability, often resulted in newly acquired skills. Parents were very forthcoming in their
expression of their pride and admiration of the accomplishments of their child. This articulation of the
child’s perseverance was attributed as a badge of courage in the child. The child’s determination to
persist in a world that confronts them with an infinite variety of obstacles, and yet, they continue to be
engaged and excel, was recognized and celebrated by the parents. This strength and empowerment are
important in the development of resilience, both for the parents and for the child. Working together to
meet and overcome challenges indicates bonadaption and the development of appropriate coping
mechanisms (Patterson, 1991; Patterson, 2002b; Walsh, 1998).
In this study, the teamwork of family members together, unites as dynamic units with layers of
interconnectedness that can serve to strengthen, balance, counteract, or support one another. As they
face an obstacle or a crisis, they formulate resilience through their adaptation and functioning
(McCubbin & McCubbin, 1988; Patterson, 2002a). Parents have the potential to foster this development
and overcome adversity to cultivate growth, healing, and determination (Walsh, 2003). No family is
without hardship or conflict but with a strong relationship, cohesion, shared problem solving,
connectedness, and communication, recovery and resilience is possible (Walsh, 2003; 2006).
Participants displayed these qualities in their responses. They described their strong marital
relationships in which they found mutual support, understanding, and collaboration. Though in some
cases they may have lost connections to friends and other social supports, their dedication to one
another was utilized as a source of strength to recover, confront, and thrive. Having a strong family
relationship was found to be a significant predictor of the family’s ability to view the world positively,
grow, find benefits, and tackle strength. Their attachment to one another functioned as an authentic
connection upon which they can gain fortitude and power. Of all the protective factors, family
relationship was the one which had the strongest relationship to the other variables and had a
grounding effect, upon which family members not only gained strength and prospered but worked to
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counteract their stress and troubles. A positive relationship shared among the family members for
shared problem solving, open communication, emotional and mental support allowed the family better
positioning on the building of resilience.
As a part of the family dynamic, other children in the family have also grown stronger as a result
of having a sibling with ASD. The results indicated that siblings developed skills such as patience,
respect, compassion, tolerance and understanding. They took on advocacy roles and pursued careers
related to working with those with disabilities. Parents expressed great admiration for the skills that
their children displayed, a result of their own engagement and coping. Families expressed a need to
better understand the impact on siblings and suggested more exploration on the subject that could
benefit their children.
Similarly, the desire for spiritual and soulful understanding of their family dynamic was also a
topic which emerged in this study. Transcendent connections can provide a broader understanding of
the disability (Illias et al., 2019; Sim et al., 2019). Responses from parents indicated that they often
looked to a higher power to make sense of the adversities they faced and sought strength to work
through or overcome them. It can be influential in the development of coping, finding balance, and
ultimately to reach resilience (Bayat & Schuntermann, 2013). Emotionally and psychologically
connecting to a realm outside of the physical world can open up the family’s mindset toward an
appreciation of those around them, including their child, as gifts and blessings to be celebrated.
Along the same lines, Manning et al. (2011) found that families connected to their spirituality
were better able to cope with their challenges. This was confirmed by the results of this study in an
examination of the Meaning Making (Factor 4) in comparison to the Resilience Scale (RS). Those in the
highest RS range had the highest mean score for the Meaning Making factor and were in high contrast
to those in the crisis range of the same factor. Furthermore, the regression analysis identified that those
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with strong spiritual connections were apt to have stronger family relationships and cohesiveness, as
well as a buffer against stress.
However, references to God or spirituality were not as present in the qualitative responses as in
previous studies. For example, in the research conducted by Bayat (2007), as many as 45% of
respondents referenced spirituality. In the present research study, only 11 participants (.03%)
referenced God or invoked a spiritual tone in responses, though to be fair, no qualitative questions
pointedly provoked responses related to spirituality. Nonetheless, a quantitative question pertaining to
faith (“Q14. We have grown stronger in our faith since having our child with autism.”) received the
lowest Mean of all questions presented. Families participating in this study did not articulate a
meaningful connection to religiosity as a significant contributor to their overall happiness, despite over
66% indicating they have a faith or believe in a higher power. As one participant said, “Worship with a
special needs kid is different…but we continue to navigate imperfect waters.”
The families who participated in this research study expressed their love and appreciation of
their child, demonstrated positive perspectives and strong relationships, and had connections to the
spiritual realm. These served as buffers against stress that they encountered but it was also clear that
they faced a considerable amount of stress. For some, the stress was so overbearing and overburdening
that their emotions and anxiety were very close to the surface. They felt an immense amount of
pressure. They were burdened by their circumstance which was exacerbated by financial issues, social
isolation, navigating schooling and therapeutic services, and their own mental health struggles.
This echoes much of the literature, which largely focuses on these issues in families with a child
with ASD. As Dabrowska and Pisula (2010) found, families with a child with ASD had stress levels that
exceeded other populations. For example, needing to be hyperaware of their child, addressing their
constant needs, and needing to adjust their own plans, ideas of normalcy, and limits of freedom
heighten the intensity of their parenting (Nealy et al., 2013; Russel & McClosky, 2016; Woodgate et al.,
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2008). Their responses help to illustrate the need for identifying the markers of resilience in order to
help families and foster resilience.
The results of this study indicated that stress imposes additional challenges to marital and family
relationships and given these overburdened issues the families are unable to maintain a positive
perspective or pursue growth and appreciation. It is possible that their aggravation with their situation
might have led to less faith in the spiritual, which this study did not find as strongly indicated as in
previous studies. It could also be that the stress is so overwhelming, so inescapable, that many other
areas of the family’s life suffer. It is possible that in some cases families cannot overcome their troubles,
or they may choose not to seek avenues that will provide relief or help, since it may add yet another
source of stress for them. A single mother with no social supports and a child with severe autism,
intellectual disability, and behavioral aggression may find it difficult to have a positive attitude, or may
have a myopic view of their life, in light of multiple stressors they face on a daily basis. These parents are
immersed in a traumatic situation that is causing damage to their mental health, and they may be
unaware of protective factors that they can use to lead them down the path to resilience. Practicing
daily gratitude, finding purpose, building relationships with others, finding humor, and seeking out
resources, can be promoting factors that build to protective factors to overcome barriers and aid in the
development of resilience (Bayat, 2020).
In reading through the vast amounts of responses that 333 families provided, I felt moved
profoundly in many different ways. I emphasized with mothers who expressed their pride about the
accomplishments of their child, and with fathers who recounted the deep struggles they had, and how
their marriage was suffering as a result. There was a grandmother who talked about taking care of her
grandchild after they were abandoned by the biological mother and was not sure how much longer she
could go on. There was another parent who talked about the wonderful times their child had playing
with children in the neighborhood until those children moved away. After they moved away, the parent
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describes their child reacted with severe regression and was no longer the same child. I learned of a
father who dove deeply into alcohol as a retreat from his troubles, only to realize they had exacerbated
them. There was a mother who talked about her attempts at suicide, but always brought back from the
brink by the realization that no one would be left to care for her child. I often found myself overcome
with emotions and had to walk away for a while as tears streamed down my face. The stories were heart
wrenching but embedded within them were also other recounts of pure joy, laughter, and uplift.
There were many, many statements about family’s favorite memories being when their child
said “I love you,” including several by non-verbal children, for whom this was the first moment of
speech. One child grew his hair for four years to donate it to kids with cancer, in memory of his late
brother. Another parent who captured all the funny things their children said in a journal to share with
them in the future. The story about a brave child who stood up to a cyberbully, then befriended them
and asked them to join the group. One parent found ways to engage their child in cooking and making
YouTube videos of their experiences together. And the story of the child who was a literal thinker, and
one year he was asked what he wanted for Christmas, and he said, “CIBC Insurance, because the
commercial said everyone needed it.”
The qualitative responses provided a unique window into the depths of the family that could not
be captured by close-ended responses. They illustrate the trials and joys that can be contributing factors
to the development of resilience. The mechanisms of coping and adaptation through the employment of
protective factors such as positive perspective, growth, strong relationships, and meaning making build
upon one another to make the family stronger together.
I can sympathize with families who used the open text fields of the survey to talk about their
child, their struggles, and their family in ways that allowed them to open up and express themselves to a
faceless online stranger. It can be cathartic to do so, a way to finally get it off your chest to a nonjudgmental researcher, one that can empathize with the situation because she faces the same issues
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and struggles. One participant wrote an extremely long narrative and at one point, midway through
remarked, “Wow, you are allowing me over 90,000 more characters? It seems I could go on forever,” and
she did; going on to talk about how her child was never invited to parties or playdates, how it often
broke her heart in encounters that were “us verses the world.”
Encounters like these can occur both for those with a high RS score, or those with a low RS
score, as families experience an ebb-and-flow of emotions as they struggle in their raising a child with
ASD. Those who had a low RS score mostly struggled to view their situation in a positive light. This group
received the lowest scores in all four protective factors. Given that the questions they responded to
were intentionally designed as positive statements, low scores indicate their disagreement or nonagreement with the statements. A family who is struggling with their situation is exhausted, frustrated,
overwhelmed, overstressed, and overburdened may find it difficult to recognize their own value, the
beauty of their child and their family. They may find it hard to identify with elements that can make
them happy. Having a pessimistic viewpoint could cloud the family’s ability to see that a situation is not
eternal, and that individuals have the power to control their perspectives and take steps to make
changes (Bayat & Jamina, 2019). It is certainly not an easy life and can take a toll on a family with the
tremendous amount of pressure.
Demographic Influencers
Severity of ASD
It is also important to examine the role of severity of ASD with respect to the family’s coping
ability because it adds another layer and possible explanation to the previously mentioned items. ASD
severity was predominantly Level 1 (43%), followed by Level 3 (34%) and they were more likely to have
comorbidity of ADHD (29%) and SPD (25%). Respondents who were categorized with high RS, had more
children with Level 1 severity, though there was also a fair number in this group who had children with
Level 3 severity (n=19) and Level 2 severity (n=26). This confirms previous findings (Rivard et al., 214;
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Zablotsky et al., 2015). Families were quick to express that having a child with Level 1 severity is still
stressful and challenging, and a lower category of ASD severity does not absolve them of stress and
difficulties. However, the contribution of protective factors proves influential for all families, despite
severity levels.
Educational Level
Those with a low RS score (64 or below) were found, on average, to have obtained a higher
educational level than those with higher RS scores. The majority of those with low RS scores (94%) had a
bachelor’s degree or higher, a sharp contrast to those with a high RS score having the same level of
education (57%; see Table 4.15). This finding was also documented by several researchers examining
parents of children with ASD who explain that those with a higher education encounter more stress
(Dabrowska & Pisula, 2010; Potter, 2017; Rivard et al., 2014). In fact, the stress levels that this group
displayed is the highest among all the groups. This confirms that educational level is a factor in the
amount of stress level endured by the family.
Marital Status
In examination of the RS scores, those with low scores were more likely to be married and
conversely, those with the highest RS were less likely to be married (72%). One reason for why this
occurs could be that individuals facing such hardships in dealing with their everyday lives and are under
a tremendous amount of stress and strain, need their spouses for support (emotional and otherwise).
However, it would then be expected that they would answer positively on questions related to family
strength, becoming closer, solving problems, and doing things together. Instead, it might be speculated
that these individuals do not feel they have the agency to disband the family or have the energy to strike
out on their own. It could also be that they are financially unprepared to change their situation.
Whereas individuals who display resilient qualities (high RS) and employ sound protective factors were
more likely to be divorced, remarried, or even never married. There was also no assessment of the
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quality of the marriage itself, and perhaps those with low RS scores had lower scores as a direct result of
a strained or damaged relationship with their partner.
Age at the Time of Diagnosis
The literature shows that the earlier the diagnosis and services provided, the more beneficial it
is to the overall growth and development of the child (Mandell et al., 2007). On average, in this study,
those in crisis had a child who was older at the time of diagnosis than children of those with a higher RS.
This could be because recognition of ASD presentation can be difficult if a parent does not understand
the attributes or characteristics of ASD. Likewise, for a parent or family who does not work toward
educating themselves about therapies, treatments, and support which has been empirically proven and
effective, may struggle with coping and adjustment-- and thus find themselves straining against complex
demands and stressors.
Delay in diagnosis may also be due to comorbidity, which can complicate or even
counterbalance ASD. The most prominent disability coupled with ASD for those in crisis, low, and mild
ASD, was attention-deficit/hyperactivity disorder (ADHD) and Intellectual Disabilities (ID). Each of these
disabilities can prove challenging by themselves, even without the additional ASD diagnosis. However,
Begeer et al. (2013) found that those with ID and ASD were apt to receive an earlier diagnosis because
the ASD attributes were more pronounced. This sample showed the same results in the low RS group,
which predominantly had a comorbidity of ID, and had the lowest average diagnosis age of any group.
Note About Language
For this study, I chose to use person first language (e.g. child with autism) instead of identity first
language (e.g., autistic child). This is grounded in the literature as the preferred method of language
used to discuss disability. It recognizes the individual first, not as defined by their disability. There were
some harsh criticisms from participants because of the choice to use this language. A few provided
comments in the survey about it, a few added comments on Facebook posts that were soliciting
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participation, and one decided to email me directly expressing their (and their daughter’s)
admonishment over the use of this language. They saw it as an attack on their agency and identity. I am
respectful of an individual’s choice in selecting language representative of their ipseity and
distinctiveness for their own use and representation but made the choice for person first language for
this study based on its prevalence in the research. The American Psychological Association indicates that
both are acceptable (APA, 2020).
Implications
The results of this study showcase the gravity of the need for examining the protective factors
involved in building resilience for parents of children with ASD. It is important for their internal and
external family relationships. But it is also critical for improving the wellness of each family member and
the overall reduction of stress, so that they may be stronger, support one another, maintain mental
health, and overall have a better quality of life.
The present study expands knowledge in the examination of the protective factors of positive
perspective, growth, family relationships, and making meaning. It is also confirmatory of previous
literature on a variety of subtopics related to the protective factors. The findings can be used to stress
the importance of early diagnosis and providing parents and caregivers with information and resources
that can foster their growth and acceptance.
It can also be used to shape and advise future interventions, such as those connecting families
to social supports. It is important that families feel supported and have even a narrow social network
upon which they can rely. Other families that face similar circumstances can empathize and share
information about resources. Therapeutic services can likewise offer both support and information.
Early diagnosis is critical for providing intervention services that have long term benefits in the
development and achievement of the child. Barriers for early diagnosis need to be removed, including
misdiagnosis and stigma among families of color. Information about autism that includes markers and
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the presentation of the disability needs widespread distribution, including providing that information in
multiple languages.
Moreover, these findings help to showcase the circumstances and experiences about raising a
child with ASD. It can be an especially difficult experience, added to the already challenging burden of
being a parent. Families that exhibit resilient qualities have a lot to offer other families, both those who
have typical children, and those who have children with disabilities, about how to work through or
overcome challenges. The protective factors examined here are universal for all parents and families, as
well as for individuals. The application of the findings can be extended to all types of families.
Limitations
The research on resilience in families with ASD is still emerging. The literature shows multiple
possible protective factors that can be cultivated and conjoined to serve as buffers to oppose negative
adaptation. Because protective factors are learned and not inherent traits or characteristics, but are
instead coping strategies (Lietz, 2006), it is important to understand what coping modifications are
beneficial for families with ASD. Though this study focused on identification of four protective factors,
positive perspective, growth, family relationships, and making meaning, their consideration with regard
to resilience is based on previous literature. Both scholars of individual resilience and family resilience,
as well as researchers of parental impacts of ASD, have found review of these areas to be important.
However, examination of the four protective factors, without consideration of other variables or
influences, presents a peril that oversimplifies the intricacy, complexity and pliability of resilience.
Limitations of the current research include the reporting of the ASD diagnosis that is not verified
and self-reported. This presents challenges in comparing age of diagnosis because the information has
the potential to be unreliable. It is also unknown how the diagnosis was received and if it was a
psychological evaluation, medical diagnosis, completed by the school district, or other. Criteria for the
diagnosis have changed over time with each publication of the DSM manual. Older individuals received a
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diagnosis based on different criteria compared to more recently diagnosed participants. Additionally,
details of diagnosis are unidentified. Therefore, it limits this study in that the only known factors are the
age of self-reported diagnosis, and that at least two years have lapsed since the said diagnosis.
An additional limitation is in regard to the comorbidity of additional disorders. The survey only
asked participants to identify if the child who also has an intellectual disability, sensory processing
disorder, learning disability, attention-deficit/hyperactivity disorder, or other. In selecting other, it could
be an indicator that the child has a different disorder, has multiple disorders, or even interpreted as no
comorbid disorders since a not applicable or similar option was not provided. Therefore, the findings
about comorbidity may misrepresent the actual prevalence and combination of ASD and other
neurodevelopmental conditions.
Socio-economic status has been an indicator in previous literature as a cause for delayed
diagnosis (Lopez et al, 2019; Palmer et al, 2010; Sritharan & Koola, 2018; Tincani, et al, 2009), stress
(Ahmad & Dardas, 2015; Potter, 2016), and internalized marginalization due to stigma (Zuckerman et al,
2018). However, these data were not captured in the current study. As seen in the qualitative data in
responses from participants, finances do play an important role in the amount of perceived stress of the
parent. However, families from any socio-economic status do feel the imposition of economic strife in
addressing the needs of the child medically and therapeutically.
Responses provided by participants are their point of view at that moment when the survey was
taken. Views can be variable at any other given time. Survey responses are subjective and
representative of the participant’s mindset at that given moment. Additionally, in this study, the
participants were asked to provide responses on behalf of the family, which may or may not accurately
reflect the viewpoints of their partner or other members of the family, as views expressed are solely
based on their own personal experiences and personal viewpoint. This is a limitation of the survey and
for a true family assessment, other members of the family should be likewise engaged and participatory.

126
Lastly, the sample in this study was not truly representative of all variabilities of families with
children with ASD. It is lacking in ethnic, racial, and gender diversity. ASD impacts individuals of all
backgrounds and is prevalent around the world. To include the full experience of ASD on families, it
would require a capacious representation from an expanded variety of countries, increased participation
from male respondents, as well as parents of a variety of sexual and gender orientations.
Directions for Future Research
Current and previous literature on the field of ASD caregiving focuses heavily on the negative
impacts that ASD has on an individual and a family. Though this is useful, it may not be productive in
assisting families dealing with stressors to protect against, or counter those negative aspects. Future
research should further explore the positive mechanisms for fostering resilience and meaning making.
Overall wellbeing and quality of life of the family are also important to their health, connections to the
community and society-at-large.
An emerging area of ASD research involves the impact of the disability on siblings (Pilowsky et
al, 2003; Rivers & Stoneman, 2003; Rodrigue et al, 1993). This topic was raised several times in the
qualitative responses from participants. Comments discussed the challenges with placing unbalanced
emphasis on a single child, and the implications on the sibling’s mental health, social adjustment,
bitterness and resentment, and identity. In examining family resilience, it is important to consider the
implications on the disability on each member of the family, and the protective or maladaptive factors
they employ.
Although two questions were removed from analysis in this study due to a lack of correlation
with the main factors, it is important to consider issues that these questions address in future studies.
These issues are, Q7 “Our family has adapted to our challenges related to having a child with autism”
and Q16 “Our perspective on life has changed.” Previous research stated that these are important areas
for consideration and mean scores identified in this study show they are significant.
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Other areas that should be considered, and potential areas for further research, involve the
family structure, comorbidity impacts, and other diagnoses in the family. The family structure, including
birth order of the child, number of siblings, primary caregiver other than the mother, and alternative
family compositions (e.g., two same sex parents, single parenting, foster parenting, adoptive parents,
widowed parenting, etc.) should also be considered in research. Additionally, research should consider
parents who themselves may have an ASD diagnosis, and the impact on the family dynamic and
functioning.
The Family Resilience Scale was conceived for this study as an instrument to assess families with
children with autism. However, the instrument could be standardized and used for future studies.
Additionally, it could be used for analysis for other populations. It could be slightly modified for families
of other special needs or for use with typical children as a measurement of resilience. It could then be
used to compare the use of protective factors and the development of resilience for a variety of families.
Conclusion
Family resilience involves the family’s ability to withstand an adversity, trauma, or crisis and to
emerge as a stronger unit, empowered, and with new capacity to thrive (Bayat, 2020; Walsh, 2003;
2006). Understanding this provides insight as to why some families struggle with functioning and others
appear resilient (Bayat & Schuntermann, 2013; Illias et al., 2019; Patterson, 2002a; Walsh, 1998). Finding
a balance between the stress with their capabilities can help families to find their potential for optimum
functioning (Manning et al., 2011). Previous literature indicates that the more positive perspective a
family has, the less stress would result in the family, and the better and healthier family relationships
would be created (Ekas et al, 2015; Patterson, 1991). This was confirmed in this research study.
There are moments that make parents proud and they find opportunities where they find the
joy in life to recognize and appreciate their child for who they are. These glimmers of happiness were
displayed as parents recounted their favorite memories and proud moments of their child. These were
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supplied in abundance with occasions big and small, from participating in Special Olympics, to
graduation, to just getting dirty, while making pottery in art classes. Participants with high RS scores as
well as low RS scores equally shared in recounting the delights of their child. This suggests that all
families have the potential for resilience if they have protective factors to assist them with coping and
adaptation. It also demonstrates that resilience is a process, and not a static condition. A parent may be
immersed in a struggle, which might have factors or variables which make their challenges different, or
more difficult, but it doesn’t mitigate the presence or ability for resilience. The participants in this study
showcased the ability of a family with a child with autism to reclaim the joy that was initially present at
the child’s birth and celebrate all aspects of the child and their inclusion in the family.
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Appendix B – Quantitative Measurement

Quantitative questions (25 questions); Likert Scale 5-1 (5 = strongly agree; 1 = strongly disagree)
INSTRUCTIONS: Completion of this survey is voluntary. By completing this survey, you are giving
your consent to participate in this study. You may quit at any time. To participate, your child
must have an autism diagnosis (includes Autism Spectrum Disorder, Asperger’s, and must be
have been diagnosed at least 2 years ago. If you have more than one child with ASD, please
keep one child in mind when completing the survey. Only one survey completion per family
please.
Please answer the following questions related to your family situation. Define family in a way
that works best for you and your situation.
#
Q01
Q02
Q03
Q04
Q05
Q06
Q08
Q09
Q10
Q11
Q12
Q13
Q14
Q15
Q17
Q18
Q19
Q20
Q21
Q22
Q23
Q24
Q25

Question
We do things together as a family
The financial impact on our family is significant
We solve problems together
We are hopeful for our future together
Learning more about autism helps us better understand our child’s needs
We are struggling with the amount of stress in our lives
Our relationships with one another have become closer
Our family adjusts to the needs of our child with autism
We rely on our beliefs to guide us in understanding our experience
We find challenges in the ability to have a social life
The strength of our family gets us through challenges
Our family celebrates achievements that others would consider minor
We have grown stronger in our faith since having our child with autism
There have been strains on our personal relationships
Individuals in our family are appreciated for who they are
We recognize our child’s special qualities
We speak about our child with autism positively
The demands of care can be overwhelming
Our child’s differences are what makes them special
We have new respect for difference
We feel we can advocate for the best in our child
We view the disability in a positive way
Having autism in our family makes us who we are

Corresponding Factor
Family Relationships
Stress Impact
Family Relationships
Family Relationships
Family Relationships
Stress Impact
Family Relationships
Growth
Meaning Making
Stress Impact
Family Relationships
Growth
Meaning Making
Stress Impact
Growth
Growth
Positive Perspective
Stress Impact
Positive Perspective
Positive Perspective
Growth
Positive Perspective
Positive Perspective

153

Appendix D – Qualitative Measurement

Qualitative Questions (4 questions)
INSTRUCTIONS: Please answer the questions providing as much detail as you would like.
Question
What are your favorite memories of your child with autism?
Describe a time when you were especially proud of your child with autism.
How has your child with autism influenced your family’s life?
Is there anything that was not asked that you think is important?
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Appendix E – Demographic Questions

Demographics questions (15 questions)
Demographic Topic

Selection Options

What is your general geographic location?

(open text, 1000 character limit)

What is your gender?

Female, Male, Non-binary

What was your age at your last birthday?

(open text, 2 character limit)

What is your marital status?

Never married, cohabitating,
married, widowed, divorced,
remarried

What is your level of education?

Some HS, HS diploma, some
college, associate’s, bachelors’,
master’s, doctorate

What is the age of your child with autism?

(open text, 2 character limit)

What is the gender of your child with autism?

Female, Male, Non-binary

What is your relationship to the child with autism?

Biological parent, Step-parent,
Adoptive parent, Foster parent,
Grandparent, Aunt/Uncle, Other
family member, Other caregiver

How old was the child when diagnosed with autism?

1, 2, 3, 4, 5, 6, 7, 8, 9, 10, 11, 12,
13, 14, 15, 16, 17, 18 or above

How would you characterize the severity of autism?

Mild–Level 1 (Asperger’s, high
functioning); Moderate-Level 2;
Severe-Level 3

Indicate if the child has any additional disability diagnosis ADHD, Learning Disability, Sensory
Processing Disorder, Intellectual
Disability, other
What is the total number of children in the family?

1, 2, 3, 4, 5, 6 or more

How many children in the family have autism?

1, 2, 3, 4 or more

What is your ethnicity?

(open text, 100 character limit)

What is your religion or faith?

(open text, 100 character limit)
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Appendix F – Information Sheet for Participation in Research Study
Families with Autism Research Study
Principal Investigator: Nancy Hashimoto, College of Education, Doctoral Candidate
Institution: DePaul University, USA
Faculty Advisor: Mojdeh Bayat, Ph.D., College of Education
We are conducting a research study with the goal to learn more about families with children with
autism. In order to participate, your child must have a diagnosis of autism, autism spectrum disorder, or
Asperger’s and the diagnosis must have been given at least 2 years ago. The survey is only available in
English so you must be English speaking. If you have more than one child with autism, please only keep
one child in mind when completing the survey. Only one survey is allowed per immediate family. You
must be age 18 or older to be in this study. This study is not approved for those under the age of 18. The
study is only available online.
If you agree to be in the study, you will be asked to fill out an online survey asking questions about your
family. Define family in a way that works best for you and your situation. We will ask about your
opinions related to your family and some demographic information, such as your general geographic
location, your child’s age, diagnosis info, your marital status, etc. This should take about 15 minutes,
depending on the time spent responding to four open essay questions. We cannot provide you the full
details of our research before you take the survey, because that may alter our research results. We do
not believe that the research will be embarrassing or offensive to you.
Since your information is collected online in an anonymous way, we will not be able to link your
responses back to you. Your responses will remain confidential. IP addresses are not collected.
Your participation is voluntary, which means you can choose not to participate. There will be no
negative consequences if you decide not to participate or change your mind later after you begin the
study. You can withdraw your participation at any time prior to submitting your survey. If you change
your mind later while answering the survey, you may simply exit the survey. Once you submit your
responses to me directly (or online), I will be unable to remove your data later from the study because
all data is anonymous and I will not know which survey response belongs to you.
If you have questions, concerns, or complaints about this study or you want to get additional
information or provide input about this research, please contact Nancy Hashimoto,
nhashimo@depaul.edu, 773-325-4325.
If you have questions about your rights as a research subject, you may contact Susan Loess-Perez,
DePaul University’s Director of Research Compliance, in the Office of Research Services at 312-362-7593
or by email at sloesspe@depaul.edu. You may also contact DePaul’s Office of Research Services if:
• Your questions, concerns, or complaints are not being answered by the research team.
• You cannot reach the research team.
• You want to talk to someone besides the research team.
You may print this information for your records.
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By completing the survey you are indicating your agreement to be in the research. Click the arrow below
to continue on to the survey.
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Appendix G – Debrief Document
Families with Autism Research Study
Thank you very much for participating in this research study! For this study, it was important not to
disclose the true nature of the study to avoid influencing your responses. If you know of any friends or
acquaintances that are eligible to participate in this study, I request that you do not discuss it with them
until they have had the opportunity to participate. Prior knowledge of questions asked during the study
can invalidate the results. I greatly appreciate your cooperation.
Now that your survey is complete, I can let you know that the general purpose of this study is to
understand the development and presence of resilience in families with a child with autism. Specifically,
it aims to understand the areas of family relationships, growth, positive perspective, and meaning
making as families cope and adjust to life with a child with autism. The results from this study will
provide insight into how families navigate their experience and if relationships, growth, positivity, and
the value and meaning of the disability have a contribution to resilience. The results of the research
study will be summarized in my dissertation.
Additionally, here are some resources for you as a caregiver of a child with autism:
• Helping your Child with Autism Thrive
https://www.helpguide.org/articles/autism-learning-disabilities/helping-your-child-withautism-thrive.htm
• Coping with Stress While Caring for a Child with Autism
https://www.psycom.net/coping-with-stress-while-caring-for-a-child-with-autism/
• 15 Indispensable Websites for Parents of Children with Autism
https://www.friendshipcircle.org/blog/2013/07/15/15-indispensible-websites-for-parentsof-children-with-autism/
In the event that you feel psychologically distressed by participation in this study, I encourage you to
reach out for counseling services. The Parental Stress Line (1-800-632-8188) is available 24/7 for parents
or guardians with problems relating to their children. The offer non-judgemental and sympathetic
support.
If you have questions, concerns, or complaints about this study or you want to get additional
information or provide input about this research, please contact Nancy Hashimoto at
nhashimo@depaul.edu.
If you have questions about your rights as a research subject, you may contact Susan Loess-Perez,
DePaul University’s Director of Research Compliance, in the Office of Research Services at 312-362-7593
or by email at sloesspe@depaul.edu.
Thank you again for participating in the research study!

